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satisfaction was not assessed in quantitative studies. Participants described a significant impact on their
experiences as a result of the lack of informational and relational continuity.

Conclusions: This rapid review highlights the impact that continuity of care can have on the experiences
of patients receiving palliative care. The evidence for the impact of continuity on place of death and
hospital admissions is limited. Methods for enhancing, and recording continuity should be considered in
the design and development of future health care interventions to support people receiving palliative
care.

Strengths and limitations of this study

e This is the first mixed methods rapid review to explore the impact of continuity of care for
palliative care patients.

e Theinclusion of both qualitative and quantitative data provides rich insights into the experiences
of patients and families, although the views of health care providers were not included.

e Only studies written in English and published within the last 10 years were included, which may
introduce a risk of bias.

e Half of included studies were conducted in the UK yet experiences associated with both good and
poor continuity may transcend national borders.

Introduction
Continuity of care is an important aspect of health care, but is often lacking. Continuity of care can take a

range of forms, from continuous relationships with clinicians (relational continuity) to coordinated,
comprehensive information sharing (informational continuity) and shared management plans

(management continuity) within a range of services or professionals 2.

In a review of continuity across multidisciplinary contexts, Haggerty et al (2003) argue that continuity is
experienced by patients as the “perception that providers know what has happened before, that different
providers agree on a management plan, and that a provider who knows them will care for them in the

future”.?

The generation of accumulated knowledge and trust between a health professional and patient achieved
through relational continuity? is valued by both patients # and clinicians °. High levels of management and
informational continuity contribute to effective and efficient care. On the other hand, the same long term
relationships between health care providers and patients may also open the door to collusion ¢ or prevent

patients benefitting from the opinions of a fresh pair of eyes ”.

On balance, evidence suggests continuity is beneficial for a range of populations across a range of
outcomes. Lower levels of continuity have been associated with higher emergency department utilization

throughout the life span®?° . Continuity has also been associated with patient satisfaction?, fewer hospital
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2. To explore the impact of interventions designed to promote continuity for people receiving

palliative care on achieving preferred place of death, reducing avoidable hospital admissions and

satisfaction with care

Methods

The guidelines put forward by PaCERS 2 were used to shape this rapid review.

Inclusion criteria for studies

a) Types of participants

Interventions recruiting adults (aged over 18 years) receiving palliative care and/or their family, friends or

carers. Participants at all stages of a terminal illness, including the dying phase were included, in line with

previous systematic reviews in this area 2°.

b) Types of studies & outcomes

Original peer reviewed studies published in English within the last 10 years (June 2008 — June 2018)

presenting primary qualitative, quantitative or mixed methods interventions exploring the impact of

continuity in palliative care were eligible for inclusion.

Specifically:

Qualitative studies collecting information about the experience of continuity for palliative
care patients or their families (including bereaved family members). Studies also
including the views of health care providers were included if the voices of patients and
carers could be separated.

or

Prospective interventions designed to promote continuity and explore the impact of this
on reducing avoidable hospital admissions, enabling preference for place of death, or
patient or carer satisfaction with care. The following methodologies were included
randomized controlled trials, non-randomised controlled trials/quasi-experimental trials,

and before-after studies.

Retrospective studies, grey literature, reviews, conference abstracts and qualitative studies exploring the

perspectives of health care professionals were not eligible for inclusion.

Search method for identification of studies

Electronic searches
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Synthesis methods as outlined by the Cochrane Qualitative and Implementation Methods Group were
applied and the review was reported according to ENTREQ guidelines (Enhancing transparency in
reporting the synthesis of qualitative research)3. Qualitative synthesis involves reinterpretation by
considering the findings of multiple studies within an analysis33, using a three-step process: coding,
developing descriptive themes and generating analytical themes34. All data titled findings or results were

entered into NVIVO for analysis, in line with previous reviews utilizing qualitative synthesis3* 3>,

Patient and public involvement
This review was motivated by the priorities identified in the James Lind Alliance Palliative and end of life
care Priority Setting Partnership 24, which included the views of patients and the public. No further patient

and public involvement was incorporated into this review.

Results
Figure 2 presents a flow diagram of the study selection process. The initial search yielded 339 citations

and 18 articles met the inclusion criteria (11 qualitative, 6 quantitative and 1 mixed methods).

INSERT FIGURE 2 HERE

Study characteristics

Half of included studied were conducted in the UK (50%, n=9), 3 were conducted in the USA or Canada, 2
in Australia and 1 each in Iceland, the Netherlands, Sweden and Denmark. Tables 1 and 2 outlines the
sample, methodology, components of intervention, types of continuity assessed, outcome measures

included and whether the intervention was found to be effective.

Table 1. Summary of reviewed quantitative and mixed methods studies

Quantitative studies
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with the significantly less likely | participants
medical  and to die at home than
nursing teams intervention group
and the family (OR 0.41 (95%CI 0.20-
to develop the 0.86); P =0.02)
care plan.
3-month
follow-up (for
stable patients)
or re-assessed
and updated
the plan if the
patient
deteriorated.
This service
was initially
available
during business
hours, but was
extended to
after hours as
funding
became
available
Inga Icelan | Specialist nurse 50 copP Interrupt x| BMI, capacity | Hospital  admission | Yes
dotti | d acts  as a D ed time to use | rate and days spent in
r coordinator of patie | series medications, hospital because of
(201 interdisciplinar nts study length of | COPD reduced by 79
0) y collaboration. hospitalisatio and 78%, respectively.
Visits patients n, The number of days
at home for psychometric | spent in the hospital
initial 3 (HRQL, | because of other
assessment HADS), diseases was not
Regular smoking rate significantly different
telephone inT1, T2and T3
contact
Nurse
coordinates
multidisciplinar
y response to
acute
exacerbations.
O’Co | Austr | 12-month 683 | Pallia | Mixed x| How quickly | Place of death Yes — fewer
nner | alia evaluation of Ref tive methods patient seen | 34 clients died in the | hospital
(201 nurse erre | care - by NP after | evaluation period. | admissions
6) practitioner d to | patie | Qualitativ referral Twenty died in their | for those
role in serv | nts e place of choice (59%). | being cared
palliative care. ice evaluatio Decreased for at home
n of nurse unplanned/pr | Hospital admissions
Aims of nurse 105 led eventable 53 potential | Outcome
practitioner rec practition hospital presentations to A&E | measures
were: ord errole admissions had been averted, | not clearly
s with only 9 | reported
To help exa And note Place of death | presentations in the
patients min review 12 month period, No
achieved their ed Qualitative comparator
preferred place (no pre- feedback so hard to
of care. test data assess
collected) impact of
Enhance intervention
professional
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appointment duri | tive
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symptom peri | medi 22.9% from baseline.
management, od cal
education, onco Nurse call-backs
medication logy improved a patient’s
review/compli servi capacity for self-care
ance, and ces. at home and
follow up compliance with
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Mandatory
early follow-up
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with the
patient’s
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transition from
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setting.
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physicians problems intervention arm health
twice weekly support eg
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Telephone admission no
consultations & comparator
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contact for
patients.
Morr | USA (CARES): a 170 | Care Pilot x| Services Seven residents were | Not clear
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(201 consultative PC e on study orders for no | No
6) program resid Changes to | hospitalization, 5 died | comparison
ents No care plans in hospital. group  and
Two PC pretest preference
physicians data Hospitalizatio | 96% (54 of 56) of LTC | for place of
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from EVMS collected ns residents died with | death not
under a hospice services. Two | reported.
medical Place of death | LTC residents declined
director hospice services and
contract Hospice sage died in the hospital,
provided which was consistent
consultation with their families
expressed goals.
A Among  the  SNF
part-time residents, 36 (43%)of
facility-based 82 have died: 9
chaplain transitioned to
provided hospice services at
spiritual & home, an inpatient
psychosocial hospice unit, or LTC
support prior to death; 19 died
under SNF care and
were unable to access
their hospice benefit;
and 8 others died in
the hospital
De The The Hospice | X 130 | Patie | A cross- Expressed If preferred place of | yes
graff | Neth Assist at Home nts sectional end-of-life death was known,
(201 erlan service consists living | evaluatio preferences 92/101
6) ds of four at n study and the | (91%) patients died in
components. hom congruence their preferred place
(1)AGP e, (no between of death.
requested with baseline preferred and
home visit from a life | data actual place
the hospice expe | collected) of death
nurse ctanc
consultant y
(2) of
Multidisciplinar less
y than
consultation, 1yea
once a
fortnight, led
by a hospice GP
and
Supported by
two HNC.
(3) 24/7
hospice  care
telephone
backup
(4) one HCP
selected by the
patient, is
responsible for
coordination of
care
*Continuity +Outcomes

R = relational
I - Informational

S — satisfaction with care
poD — place of death

Ha — reducing hospital admissions

Table 2. Summary of reviewed qualitative studies

Author | Coun | n Participants Methodology Main findings
try
Leydon | UK 32 Patients Longitudinal Interpersonal or relationship continuity and management
(2013) receiving prospective continuity are vital to the process of optimising the patient
palliative care qualitative study | experience of out of hours palliative care
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using semi-
structured
interviews and
telephone
interviews over 6

months — qualitative
descriptive approach

to analysis

Seamar | UK 54 Bereaved family | Semi structured | Continuity of care that divided into personal, organisational,

k members interviews, thematic | and informational continuity.

(2014) analysis Large numbers and changes in care staff diluted personal

continuity and failure of the GPs to visit was viewed
negatively.
Family carers had low expectations of informational
continuity, finding information often did not transfer
between secondary and primary care and other care
agencies. Organisational continuity when present provided
comfort and reassurance, and a sense of control.

Payne UK patient | Patients, carers | Serial interviews | While some care fell short of expectations, all patients

(2017) s (n = | and HCPs with patients and | reported high levels of satisfaction and valued continuity of

34), family members | care and efficient information sharing.
carers (either together or
(n=13) apart) All hospices supported and supplemented local providers,
and with three hospices also supplanting local provision by
health Focus groups with | providing in-patient facilities.
profess health care
ional (n professionals  (not
=23) included in analysis)
Thematic  analysis
and cross case
synthesis

Richard | UK 28 Patients with | Interviews with | Participants reported a lack of relational and informational

s advanced cancer | patients and | continuity of care. Consulting with an unfamiliar clinician

(2011) and caregivers caregivers. out-of-hours raised doubts in some participants’ minds
about the quality of care.

Thematic analysis

While the themes suggest the delivery of out-of-hours care
as a whole was not always perfect, around-the-clock access
to professional sources of support and reassurance was
highly valued.

However, the transfer of information to out-of-hours
providers remains a key challenge; participants did not
understand why out-of-hours providers could not access
more information on their medical histories given the level
of computerisation within the National Health Service. The
findings highlight the need to improve continuity between
in-hours and out-of-hours services for patients with complex
needs.

Klarare | Swe 13 6 patients and 7 | Interviews Two themes were constructed through thematic analysis:

(2017) den family members (1) security and (2) continuity of care

Thematic analysis
Bailey UK 109 39 patients (15 | Semi structured | Patients were satisfied with their ‘emergency’ care but not
(2016) with COPD and | interviews, after | the care they received once their initial symptoms had been
24  with lung | admission and | stabilised. The poorer quality care they experienced was
cancer), following discharge characterised by a lack of attention to their fundamental

Thematic analysis

needs, lack of involvement of the family, poor

10
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1
2
3 20 informal communication about care plans and a lack of continuity
4 carers between primary and secondary care.
5 50 healthcare
6 professionals,
7 Mclaug | UK 26 Family Semi structured | Lack of continuity between services mean that carers were
8 hlin caregivers of | interviews unaware of support until they reached a crisis and described
9 (2010) people with difficulty accessing information.
10 Parkinson “a framework was | Carers called for a more integration between primary,
1 disease used to guide | secondary and tertiary care.

analysis” Patients sought advice from neurologists over GPs who were
12 . .

not seen as having high levels of knowledge about PD.
13 Palliative care was not accessed by any patients.
14 Neerga | Den 14 Bereaved care | Focus groups Relatives experience insufficient palliative care, mainly due
15 ard mark givers  (cancer to organizational and cultural problems among
16 (2008) patients) qualitative professionals. There is a lack of shared care
17 description
18 approach Mixed experiences regarding relationships with GPs, some
19 good, some bad.
20
21 Lack of care coordinator identified as barrier to shared care
22 and high quality care.
Brown UK 115 advanced HF | semi-structured four key problems:
23 . . ) A . . -
e patient | patients (n=30), | interviews (patients | 1)Knowledge and understanding deficits;
24 (2014) s (n =] carers (n = 20), | and carers) and | 2)Difficulties navigating and accessing health and social care
25 30), and focus groups (HCPs) | support;
26 carers professionals (n 3) General challenges and barriers to optimal care;
27 (n = | =65). content analysis 4) Problems relating to emergency care.
28 20), Fragmented care with lack of coordination and poor
29 profess communication makes life difficult
30 ionals
31 (h =
32 65).
33 Jack UK 41 Eligible Interviews Embracing Holism, by bringing Hospice care into the home
34 (2016) (16 participants (individual or joint) and acting as a bridge from the Hospice, is clearly promoting
35 patient | were in receipt patient choice in being able to be cared for and die in their
s and | of Thematic analysis own home.

36 25 Hospice at Home
37 family service on at Hospice at home nurses helped patients to navigate services
38 caregiv | least three and different agencies
39 ers) occasions  and
40 were deemed to Hospice at home helped avoid unwanted hospital
41 have a admissions
42 life expectancy
43 measured in
44 weeks not days.
45 Adam UK 15 11 patients and | Interviews The importance of continuity of care and communication
46 (2015) 4 caregivers between all involved. The continuity of care from a single GP

Framework analysis | was important within the patient’s registered practice.
47 Continuity was not perceived to be as important in the OOH
48 period when participants were happy to see any qualified
49 practitioner. Prompt pain relief was their priority
50 The importance of good communication between the OOH
51 service, their registered practice, and in some cases
52 palliative physicians and oncologists was emphasised. Those
53 with palliative care summaries valued the informational
54 continuity that they provided.
55
56
57
58 11
59
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No studies were excluded following the quality assessment (Table 3).

Table 3. Quality assessment scores for included papers

Page 12 of 35

Source
Paper
(n=12)

Title of paper

Abstra
ct/Titl
e

Intro

/

Aims

Meth
od/
Data

Sampl
ing

Data
Analys
is

Ethics
/

Bias

Resul
ts

Transfer
ability

Implicat
ions

Quality
score
(out of
36)

Leydon
(2013)

Discontinuity of care
at end of life: a
qualitative

exploration of out of
hours end of life care

4

4

34/36

Seamar
k
(2014)

Dying at home:

a qualitative study of
family carers’ views
of support provided
by GPs community
staff

3 _
metho
d of
data
analysi
s
absent
from
abstra
ct

32/36

Payne
(2017)

Enhancing
integrated palliative
care: what

models are
appropriate? A
cross-case analysis

3

3 -no
respo
nse
rates
report
ed

33/36

Richard
s (2011)

The experiences and
needs of people
seeking palliative
health care out-of-
hours: a qualitative
study

3 A
sched
ule

not
includ
ed

4-

3- future
research
missing

34/36

Klarare
(2017)

Experiences of
security and
continuity of care:
Patients’ and
families’ narratives
about the work

of specialized
palliative home care
teams

3

34/36

Bailey
(2016)

Hospital care
following emergency
admission: a critical
incident case study
of the experiences of
patients with
advanced lung
cancer and Chronic
Obstructive
Pulmonary Disease

35/36

Mclaug
hlin
(2010)

Living and coping
with Parkinson’s
disease: Perceptions
of informal carers

3

implicati
ons for
practice

24/36
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not
outlined

Neerga
ard
(2008)

Palliative care for
cancer patients in a
primary health care
setting: Bereaved
relatives'
experience, a
qualitative group
interview study

3 —_
brief
litera
ture
revie
w

4

31/36

Browne
(2014)

Patient, Carer and
Professional
Perspectives on
Barriers

and Facilitators to
Quality Care in
Advanced Heart
Failure

3 - no
future
research
recomm
endatio
ns

30/36

Jack
(2016)

Supporting older
people with cancer
and life-limiting
conditions dying

at home: a
qualitative study of
patient and family
caregiver
experiences of
Hospice at Home
care

29/36

Adam
(2015)

Utilising out-of-
hours primary care
for assistance with
cancer pain: a semi-
structured interview
study of patient and
caregiver
experiences

34/36

Mortel
(2017)

Reducing avoidable
admissions in rural
community palliative
care: a pilot study of
care coordination by
General Practice
registrars.

33/36

Ingadot
tir
(2010)

Partnership-based
nursing practice for
people with chronic
obstructive
pulmonary disease
and their families:
influences on health-
related quality of life
and hospital
admission

3 -no
power
calcul
ation
data
includ
ed

33/36

Monter
o
(2016)

Reducing Unplanned
Medical  Oncology
Readmissions by
Improving

4 — all
admitt
ed

patien

3 _
relates
to
previous

35/36
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Outpatient Care ts findings,
Transitions: A were no
Process eligibl recomm
Improvement e endatio
Project at the ns for
Cleveland Clinic research
Edward | Outcomes 3 4 4 3 -13 4 4 4 3 - | 28/36
s (2014) | Assessment of a sampl recomm
Pharmacist-Directed e size endatio
Seamless Care justific ns for
Program in an ation future
Ambulatory and research
Oncology Clinic respo missing
nse
rates
not
includ
ed.
(o] Establishing a nurse | 4 4 2 -13 -2 -13 2 3 3 26/36
conner | practitioner model qualit sampl | qual
(2016) to enhance ative e size | data
continuity between is justific | analys
palliative care anecd | ation is
settings. otal, and lackin
respo | g

quant nse
metho | rates Quant

dology | not data
not includ | analys
very ed. is not
robust robust
De graff | Hospice assist at | 4 4 3 4 2 4 3 4 4 32/36
(2016) home: does the
integration of
hospice care in
primary healthcare
support patients to
die in their preferred
location - A
retrospective cross-
sectional evaluation
study
Morris Caring About | 4 4 3 2 -3 1 2 -3 3 25/36
(2017) Residents’ few more
Experiences and details infor
Symptoms (CARES) given matio
Program: A Model of of n
Palliative Care sampl neede
Consultation in the e d

Nursing Home

Study methodology
The majority of eligible quantitative and mixed methods studies utilised quasi-experimental

methodologies (86%, n= 6). One randomised controlled trial 3¢ was included. Two interventional studies

14
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vs)
1 =
2 @]
3 . N . . . . R ®
. included a control group 3% 37, 2 utilised an interrupted time series design 3% 3° and 3 did not include a =
5 comparison group 4942, @
° 2
7 =2
8 For qualitative studies, semi structured interviews with patients or their carers were the most common 2}
@
9 method of data collection 43*° (64% of qualitative studies, n=7), 3 studies undertook multiple interviews ?,
10 g ©
11 with participants®®-°2, while 1 utilised focus groups °3. Qualitative data were analysed using thematic S S
) =
12 . . I N . a B
13 analysis?*-46:4%.51 framework analysis #”-%8, a qualitative descriptive approach °% >3 or content analysis*3. g 8
O
14 < 3
15 Participants S S
16 g 3
17 Inall, 1,951 patients and 190 family caregivers were recruited across included studies. Most studies (n=10) a N
> P
12 recruited patients with a range of illnesses, identified as requiring palliative care, 3 studies recruited = 2
o X
20 patients with cancer 36 4> 48 while 3 recruited patients with a different diagnosis (COPD 38, Parkinson’s E 8
22 disease?’, advanced heart failure*?). Two studies recruited bereaved family members*+ 3, @ 5
o N
23 - ©
c
<
24 § (r%n £
25 Quantitative studies Zonn
26 29 P
e
27 Components of interventions 239
28 532
29 To examine which types of continuity were implemented within each intervention, we considered the T3
X c O
;? elements within each intervention separately. Each intervention was complex and included multiple g?g%
32 components. In total, the interventions included 12 different components, used in a variety of 253
33 833
34 combinations (Table 4). All interventions included regular contact or follow up appointments with the 32
S0o
35 . . - L .. . 5=
36 same health care professional (relational continuity) and the majority included liaison between medical 3 -3
. : o > 3
37 teams (informational continuity) (86%, n=6) = 5
38 5 o
39 2 Z
40 Table 4. Components of eligible interventions 8 3
41 5 8
0o — - 0o —~ m — — —_— =0 ©w z o 3
o 8539|882 8 8§ § § m9 gz o 2
43 0 PO B B9 B3 3 3 | Po |23 3 35
50 |23 | &5 |28 253 & 3 |23 @ T =
44 C = - Q. - = —_ oy 3 “»w o b} CC"
5 = @ = o ™) ™ ® = = g
45 < = Q o =3 3
46 2 5‘: > S
47 S N
48 Care coordinator identified R&I X X 4 @_ N
49 Sharing care plan with other | R&l X X X X 5 _EB )
50 professionals GJ:>
51 Contact with same professionals out | R&l X 1 )
52 of hours o
53 Initial patient assessment conducted | R&lI X X X 3 g
54 by coordinator =
55 Q
56 3
57 'E
58 Page 15 of 30 °
59 o
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Regular contact / follow up | R&l X X X X X X X 7
appointments with the same health

care professional

Patient selects which professional acts | R X 2
as their coordinator

Regular telephone contact with | R X X X X 4
coordinator/identified nurse

One point of contact identified for | R X X X X 4
patients

Initial medication history interview | | X 2
and medical reconciliation conducted

Liaison between medical teams I X X X X X X 6
(MDTs, case conferences)

Education for health care | | X X X 3
professionals to promote buy in to

intervention/ promote continuity

Creation of a (new) care plan / || X X X X X 5
database/ report

R - relational continuity
I — informational continuity

MDTs — multidisciplinary team meetings

Impact of interventions upon identified outcomes
Due to the heterogeneous nature of studies it was not possible to conduct a meta-analysis. A narrative
summary of the findings of interventional studies, with regards to preferred place of death, hospital

admissions and satisfaction with care is provided.

Place of death

Over half of interventions identified explored impact on place of death (n=4, 57% interventional studies)

'salIfojouyoal Jejiwis pue ‘Buiuresy |v ‘Buluiw elep pue 1xa1 01 pale|al sasn Joj Buipnjoul ‘1ybliAdod Aq paloalold

37,4022 Two interventions 3742 reported a positive impact on facilitating preferred place of death while this

was difficult to assess in 2 interventions due to a lack of comparator or limited information being reported.

No studies described a negative impact, or a decrease in the number of deaths occurring in the preferred

locations.
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vs)
1 =
2 3
]
2 Preferred place of death was achieved for 91% of patients (92 of 101 participants for whom this was =
5 known) receiving care from the “Hospice Assist at Home” intervention®?. Patients receiving care @
° 2
7 coordination from a GP registrar were more likely to die at home than control participants (OR 0.41 (95%Cl g
(%]
g 0.20-0.86); P = 0.02) in Mortel et al’s (2017) intervention. 5
o))
10 i
11 O’Connor et al (2016) report that preferred place of death was achieved for 59% of participants that died o ©°
) =
12 . . .. . a B
13 during the study period (20/34 participants). In the absence of a control group, the authors compare this g g
O
14 to figures from the wider Australian population which state that 14% of those that wish to die at home, ‘g %
15 o T
16 do so. Morris et al (2017) did not report preference for place of death?®!. 2 %
17 @
Hospital admissions s &
19 o X
20 S R
21 Six studies explored the impact of intervention on hospital admission rates 3441, The majority 37-%° (n=4) 5 2
«Q
22 ~. 3
23 described a reduction in avoidable hospital admissions for people enrolled in interventions. In two studies =
c
<
24 a lack of comparison information makes this difficult to assess, although no interventions describe ‘één&
25 SO N
26 increases in hospital admissions. %chb E
27 239
;g The four studies reporting a reduction in hospital admissions utilised the following types of intervention; °=%g
DW=
X c O
30 care coordination by a GP registrar 37, a nurse practitioner®, a specialist nurse3® and an intervention to 228
2 258
32 improve care transitions including post-surgical follow-up calls and mandatory early follow-up QE =
lg—Jf/-\o
gi appointments with oncology teams3. A number of limitations were observed including differences ;,%g
Sm=
35 between the control and intervention groups at baseline?’, small sample sizes®® and lack of pre- g‘(-n’-i
36 - °
37 intervention data“. > %-
38 ) E
> h
23 While Morris et al (2016) report that 90% (70 out of 78) of care home residents desiring a palliative course, é g
41 enrolled in a model of palliative care consultation were never hospitalised, the lack of comparison data ga’ 3
42 3
43 make conclusions difficult. Seven participants were hospitalised over the course of the intervention, g S
= (&
j;’ despite orders for no hospitalisation, although this represents less than 10% of the sample. gj S
(¢} @
46 % o
47 Edwards et al (2014) relied on participant-reported healthcare utilisation to assess impact on hospital o ’B
48 n . N . . 8 B
49 admissions. While participants were enrolled in a seamless care programme, other sources of medical o
50 care were still sought. Data from the control condition was not reported. %
51
52
53 Patient satisfaction with care @
54 %
55 Q
56 3
57 g
58 Page 17 of 30 °
59 o
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No Interventional studies measured the impact of the intervention on patient or carer satisfaction with

care.

Qualitative synthesis — patient experience of continuity

The impact of experiencing, or not experiencing continuity of care was explored via qualitative studies.
The views of both patients and their informal carers are represented. Barriers to achieving continuity of
care and continuity facilitators were identified. An overview of these barriers and facilitators are

presented in table 5.

Table 5: The barriers and facilitators to continuity in the provision of palliative care, and the impact of

continuity on patient and carer experience.

Barriers and facilitators of continuity Impact on patient
Barriers to continuity Impact of poor continuity on patients and carers
e  Structure of systems e Impact on care
e Fragmented services e Difficulties and delays in accessing
e Multiple professionals involved support
e Lack of information sharing e Care plan is not clearly

e Between primary and communicated to patients

secondary services
e limited access to medical | ® Impacton patient and carers

records e Emotional impact
e Additional burdens
Continuity facilitators Benefits of continuity for patients and carers
e One point of contact - care coordinator e  Patient feels “known”
e Multidisciplinary working e Patient is confident in care

Barriers to continuity

“We were never quite sure who was in charge of all this business, so who was in charge

of it all?” — patient 44

The fragmented nature of services and the number of professionals involved made it difficult for some
patients to navigate services** 47 >0. 33, decipher who was responsible for which aspects of their care*3 5°
and ultimately access support. This appeared to be amplified outside normal working hours* 4730 In
addition, a lack of information sharing, both between services, and between services and patients left
families feeling frustrated and unsupported** 4> %9, Disbelief about the lack of access that professionals

had to their medical records was expressed in several studies** 4> 48 50,52,53,
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1 g
2 2
]
2 Impact of low continuity on patients and families =
5 A) Impact on care -
° 2
7 (i) Difficulties and delays in accessing support =
8 S
9 . o o . 8
10 “You’re trying to navigate it and you’re dealing with so many agencies and you don’t 8
o
= B
11 know which way to go sometimes. They’re very good in that particular sphere in that % =
12 S B
13 they’ll try and help you as much as possible, but it’s so — | didn’t realize it was so o §
o
1;’ complicated to die, | didn’t, honestly. | thought it’d be a fairly simple job, but it’s not, s %
o ©
16 it’s not” (P2, 61- to 70-year-old male patient). 4 2 5
17 a 3
19 Participants described a significant impact on their experiences as a result of the lack of informational and s &
o X
20 relational continuity. Patients and carers described difficulty in navigating the numerous services and E 9
21 5 w
22 multiple people involved in their care** 475953, Many described uncertainty about how?** >° and when>° 4> Q S
o N
- ©
23 to access support. A lack of confidence in out of hour’s services was also described?** 4730, cm=
2 208
26 ‘If anything goes wrong during the night, weekends, they were dreadful times because %‘g E
27 R
28 at weekends the NHS more or less closes down, and you can go and sit in A&E, gg S
==
;g somebody’ll come and see you after about half an hour and take some details, but then o %
253
Q Q.
31 it’s about 4 hours wait then, and if you’re sat there in pain it’s a hell of a long time.” — 2 % o
32 ot =
i 44 )
33 patient E;,)-;g
34 33
35 As a result of such concerns and experiences, delays in seeking support out of hours were commonly §$3
36 Q- =
37 described. Delays were connected to the lack of confidence in services (due to a lack of relational and > %
= o
;g informational continuity) as well as uncertainties around the legitimacy of their need* % and concerns 2 9
5 o
40 about putting additional strain on the health service, which they perceived as stretched*>*°. Thus patients e 3
4 2 B
42 described waiting until they could speak to a professional who was familiar with them and their needs e 3
43 . . . . . . . 3 S
f i . This resulted i I m = >
42 before seeking help. This resulted in many patients enduring unpleasant symptoms whilst they waited to 5 <
45 contact their regular care providers, which was also disturbing for carers** 4> 48,50, T 2
46 R
47 . , S n
48 “...Um ... so, no, in the end | decided there wasn’t anybody, really, who could help me, S §
2,
49 (IV: Mmm), so | didn’t call anybodly, | just sent my nurse a text and just hoped I’d survive % ‘i«
50 P
51 the night. And | did [gentle laughter from P].” Patient *° @
52 S
gi (ii) Care plan is poorly communicated g
55 %
56 =
57 g
58 Page 19 of 30 °
59 o
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The lack of consistent communication, and difficulty in accessing support meant that often, it was hard
for patients to build up a clear picture of their current status*®* 52, This ambiguity left patients feeling

unsupported and unclear about what the future held for them.

“We’re waiting to hear from them, the [regional hospital], they said a week or two .. .
it’s actually three weeks [now] .. . | know they say no news is probably good news, but

waiting is the worst part. You just want to know how long you’ve got” Patient >?

The inability of all services to access a patient’s medical records complicated care and was a source of
much frustration and led to periods of unnecessary stress and discomfort. This again, was particularly
pressing outside of normal working hours and necessitated much repetition of information and

contributed to a reluctance to access out of hours support 44 45 48 50

“Well by the time you phone one person and you try to explain to them that you’ve got
a growth inside you and it’s bothering you and you’re in a lot of pain and stuff, then
they have to go and get somebody else to phone you back and you have to wait a long
time ... eventually they do phone you back ... and then you’re in absolute agony on the

phone.” Patient 48

This was compounded by a lack of consistency in symptom management, with different professionals
suggesting different approaches** 4752, This was sometimes described as a result of delayed or irregular
medical reviews with specialists, or the lack of coordinated approach to care. This had a negative impact

on both patients and carers®: 52,

“They took a lot of tablets off me [in the hospital], and my doctor [GP] went mad,
because they shouldn’t have done ... I’'m back on all my old medication now ... they

shouldn’t have changed it.” Patient *?

In addition, in the absence of a coordinated approach meant that the care patients received was often
not streamlined with repetition and multiple appointments within the same location, within the same

week often taking place*? %6,

” she says he is down at the same department three times in a week and he could be

done in one day. Each of them that, the Sister, the Nurse and the anticoagulant clinic.
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1 s

2 H

2 She says it’s the same building and yet he has got to go three times daily, he’s got to =

5 go three times a week, different days.” Carer 43 @

; E

; Further consequences of this lack of continuity were that some families described being unaware of §

@

9 sources of support (for example additional financial support or additional out of hours support), which :'

10 g ©
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25 28
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27 confident and supported. 830
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36 Due to a lack of informational continuity between services, patients and carers took on additional Q- g
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28 administrative burdens or duties to secure a coherent approach to care management?** 47.51.53_ Patients = 3

@
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39 and carers described having to take on the role of “coordinator” as services did not seem to be effectively s g

40 e 2

41 sharing information with each other. This was experienced as stressful and time consuming. g8 9

42 o 3
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ji “It was up to me to contact her [the hospice nurse], and this is what people say, if you % 2
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45 need any help ring, but it’s an extra thing to do, to organise your own kind of help is an r’g’ 2

46 EJS
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48 . . Q N

things” Patient 44 > U
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51 Some carers described an “unspoken pressure” from health care professionals to become “semi- o
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g; professionals™3. This was also a role that many people did not want, patients were often too tired and g
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“I mean our own GP obviously knows Dad’s case inside out, but there must be a way
where the [out-of-hours] doctor can access at least a recapped version of what’s wrong
with him you would think he had to tap into his computer and access everything but,
you know, he went solely on what | told him when we went in. So that to me was

strange.” Carer %°

Feeling vulnerable or out of control

In addition to the more practical impacts of low continuity (both relational and informational) significant
emotional impacts for patients and families were reported*> >°. Many carers reported feeling vulnerable
or out of control when they could not access advice or support from a professional who was familiar with

their history and needs.

“And | remember thinking, I’'m vulnerable, my wife is in pain and we want a service
and, and | have to ring up this person — ‘The doctor will contact you’! What, tonight?

Tomorrow?” Carer 4°

For patients, a lack of relational continuity meant that they could feel alone and unsupported.

“All | wanted was a voice to recognize me, um, or, or a voice to recognize what | was
doing and say, there, there, [name], that’s OK, I’ll speak to you tomorrow, I’m aware
of what’s wrong with you, um, and that’s fine. And really, the only voice who could do
that would be [name], my, my nurse, um ... but obviously she switches her phone off, |

think she [finishes her shift] at 5 o’clock...” Patient *°

Continuity facilitators

In response to the fragmented nature of systems, patients and carers agreed that it would be beneficial
to have one point of contact for their queries and concerns*# 485153 Some participants suggested this role
could be occupied by a GP* 33, while others felt that the qualifications of the individual were less
important than their ability to be a consistent source of advice, signposting or support*. Furthermore, to

truly promote continuity the need for multidisciplinary teams was highlighted.

Benefits of continuity for patients and carers
a) Feeling known
One of the most positive aspects of continuity from the perspectives of participants was that of “feeling

known”, which was represented in a number of ways. “Feeling known” was related to recognition of who
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the patient was as a person, being listened to and having the professional demonstrate their ability to use
their knowledge of the individual to recognise and act upon their suffering in a person centered manner**

46,48-50 \Where this level of relational continuity was achieved, it was highly valued.

“Yes, there was a nurse, a man, who came last week and took some blood. And | think
he has been here once or maybe twice before. So, he asks me, how is your eating?
Because I’d had problems last autumn, | lost a lot of weight. .. . | think it is fantastic
that he remembers. ... They care about the little things, ask how I’'ve been over the

holidays, what I’'ve done, and so on.” Patient 4

Another aspect of “feeling known” that was appreciated by carers in particular was the ability to notice
small but potentially significant changes in a patient that could only be achieved through consistent
interactions** #6.4°_ In addition, for patients being cared for at home, families felt more comfortable when

they had developed a relationship with health care professionals.

“but it would be wonderful if one nurse could concentrate on a case because you would
have that continuity and they would notice changes and things and it would help them
and probably help the family in that it isn’t a different person every night and you’re
having to explain where the coffee is and what to do, but | know it isn’t practical
because they have to have time off. But if it were one person, or even two, because we

did have several different nurses.” Carer 44

b) Feeling confident in care
Continuity in all of its forms, bolstered a sense of confidence in both care providers and the care plans

developed for them?6:4%.50.53_ patients described feeling confident that their team could support them.

“There’s nothing worse than feeling that you are on your own and there’s no
support and like it’s the unknown. When you know that you can pick up the phone and
at the other end are experienced professionals and they are like tuned in and that in a

matter of minutes you can have assistance. That makes all the difference”. Patient 4°

The ability to contact a team that could respond quickly and appropriately was greatly appreciated by
patients and carers and went some way to alleviating some of the anxiety associated with supporting a

loved one with palliative care needs.
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“ ... it happened in a few hours. He got a high temperature... but they came straight
away and stood here with the doctor on the phone, and it felt like “Yes, they’ve got it
covered.” That felt like WOW! ... They came for this and supported us, and that was
great since ... It almost caused anxiety before [enrollment in SPHC] to have to call the
healthcare center. ... No one [there] has the complete picture, and no one knows us. ...

No continuity.” Carer 4°

Discussion

Summary of findings

This mixed methods rapid review explored the impact of continuity for patients receiving palliative care.
The limited quantitative evidence reviewed indicated that improving continuity of care may be related to
reduced hospital admissions and achieving preferred location of death, although this review does not
provide conclusive evidence of this.

Poor continuity was described as related to delays and difficulties in accessing care and increasing the
burdens experienced by patients and carers. Patients were often left feeling vulnerable or unsupported
without a clear understanding of their care plan and how to access support. In contrast, when patients

experienced good continuity of care they felt confident, known and supported by care providers.

Comparison to other literature and the wider context

Many of the facilitators for continuity for palliative patients identified in this review (having one point of
contact, and strong multidisciplinary working and information sharing), and the perceived benefits of
continuity (accumulated knowledge) were identified in a review of the impact of continuity for patients
with a range of conditions 2'. Waibel et al (2012) note that continuity could be enhanced when patients
take an active approach to the management of their own care. In the current review, in palliative care,
participants and carers experienced the need to adopt the role of coordinator as burdensome and
unwelcome. This may reflect both similarities and differences in how to promote continuity for patients

with different conditions and at different stages of illness.

The impact of poor informational continuity for palliative patients was highlighted in this review.
Retrospective studies highlight potential strategies for promoting continuity for this group, including
electronic information sharing. Electronic palliative care coordination systems (EPaCC systems) >4 have
been suggested as useful in promoting information continuity for palliative care patients, although further

work is needed to develop and test such strategies.

Page 24 of 30

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 24 of 35

'salIfojouyoal Jejiwis pue ‘Buiuresy |v ‘Buluiw elep pue 1xa1 01 pale|al sasn Joj Buipnjoul ‘1ybliAdod Aq paloalold

* (s3gv) Jnauadns juswaublasug
| @p anbiydeibollqig sousby re GZoz ‘0T aunc uo /wod (wg uadolway/:dny wols pspeojumod "6T0Z AN 62 UO £2£/20-8T0Z-Uadolwa/9eTT 0T se paysiignd 1s1iy :uado rING


http://bmjopen.bmj.com/

Page 25 of 35 BMJ Open

vs)
1 g
2 3
]
2 This review also highlights the importance of relational continuity for palliative care patients. =
5 Informational continuity is clearly important, but in isolation may be insufficient to achieve optimal @
° 2
7 patient outcomes or experiences. The importance of “feeling known” by health care professionals was g
(%]
g clear in this review, both for the emotional and physical wellbeing of patients (in terms of delaying access 5
o))
10 to out of hours services). These benefits have been described in previous research with in palliative 2
1 o ©°
12 populations®®. 2 B
13 2 g
14 Despite evidence of the beneficial impact of continuity of care on both patient outcomes and experiences, ‘g %
15 o T
16 continuity is not “built in” to interventions in the same way as other aspects of health care delivery®®. The 2 %
17 . R o . a 3
18 number of retrospective studies in this area suggests that continuity is currently considered more of an s
_ 'o
19 outcome than an integral part of the health care process. This needs to be addressed. While there are a R
20 c w
o N
21 undoubtedly methodological challenges in exploring the impact of interventions designed to promote El &
22 ~. 3
23 continuity, this is an area in which future research is needed. g n
c
<
24 § (r%n £
25 Continuity of care is difficult to deliver but vitally important to patients. Relational continuity provides SomN
26 5S 53
27 the context upon which to build individualised care plans for patients, that in turn, requires informational g%’ g
~® O
;g and managerial continuity between services to be effective. °2 2
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31 Limitations 28
32 ot =
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34 There are a number of limitations to this review that warrant consideration. This rapid review was 253
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I . fr” . =RY)
35 completed within 12 weeks and only research published within the last 10 years was included, grey g‘-’i
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37 literature and the views of health care professionals were not included. > %-
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23 Half of included studies were conducted in the UK. We acknowledge that patient experiences are shaped 3 g
41 by the health care services and structures of the country in which they are receiving care, however aspects ga’ 3
42 3
43 of the experience of both good and poor continuity may transcend national borders. g S
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45 Defining which interventions should be considered eligible for inclusion in this review was a challenge § o
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o
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The development of future interventions to improve care for palliative patients should consider how
strategies for promoting both information and relational continuity can be embedded within
interventions, and subsequently health care, alongside robust methods to measure the extent and impact

of continuity achieved.

Conclusions

The impact of poor continuity and the potential benefits of improved continuity highlighted in this review
add additional evidence to the body of literature calling for increased efforts to promote both
informational and relational continuity for palliative care patients. Methods for enhancing, and recording
continuity should be considered in the design and development of future healthcare interventions, across

the lifespan.
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Figure 1. Data extracted from eligible studies.
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Figure 2. PRISMA Flow diagram outlining study identification, screening, eligibility and inclusion.
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satisfaction was not assessed in quantitative studies. Participants described a significant impact on their
experiences as a result of the lack of informational and relational continuity.

Conclusions: This rapid review highlights the impact that continuity of care can have on the experiences
of patients receiving palliative care. The evidence for the impact of continuity on place of death and
hospital admissions is limited. Methods for enhancing, and recording continuity should be considered in
the design and development of future health care interventions to support people receiving palliative
care.

Strengths and limitations of this study

e This is the first mixed methods rapid review to explore the impact of continuity of care for
palliative care patients.

e Theinclusion of both qualitative and quantitative data provides rich insights into the experiences
of patients and families, although the views of health care providers were not included.

e Only studies written in English and published within the last 10 years were included, which may
introduce a risk of bias.

e Half of included studies were conducted in the UK yet experiences associated with both good and
poor continuity may transcend national borders.

Introduction
Continuity of care is an important aspect of health care, but is often lacking. Continuity of care can take a

range of forms, from continuous relationships with clinicians (relational continuity) to coordinated,
comprehensive information sharing (informational continuity) and shared management plans

(management continuity) within a range of services or professionals 2.

In a review of continuity across multidisciplinary contexts, Haggerty et al (2003) argue that continuity is
experienced by patients as the “perception that providers know what has happened before, that different
providers agree on a management plan, and that a provider who knows them will care for them in the

future”.?

The generation of accumulated knowledge and trust between a health professional and patient achieved
through relational continuity? is valued by both patients # and clinicians °. High levels of management and
informational continuity contribute to effective and efficient care. On the other hand, the same long term
relationships between health care providers and patients may also open the door to collusion ¢ or prevent

patients benefitting from the opinions of a fresh pair of eyes ”.

On balance, evidence suggests continuity is beneficial for a range of populations across a range of
outcomes. Lower levels of continuity have been associated with higher emergency department utilization

throughout the life span®?° . Continuity has also been associated with patient satisfaction?, fewer hospital
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2. To explore the impact of interventions designed to promote continuity for people receiving

palliative care on achieving preferred place of death, reducing avoidable hospital admissions and

satisfaction with care

Methods

The guidelines put forward by PaCERS 2 were used to shape this rapid review.

Inclusion criteria for studies

a) Types of participants

Interventions recruiting adults (aged over 18 years) receiving palliative care and/or their family, friends or

carers. Participants at all stages of a terminal illness, including the dying phase were included, in line with

previous systematic reviews in this area 2°.

b) Types of studies & outcomes

Original peer reviewed studies published in English within the last 10 years (June 2008 — June 2018)

presenting primary qualitative, quantitative or mixed methods interventions exploring the impact of

continuity in palliative care were eligible for inclusion.

Specifically:

Qualitative studies collecting information about the experience of continuity for palliative
care patients or their families (including bereaved family members). Studies also
including the views of health care providers were included if the voices of patients and
carers could be separated.

or

Prospective interventions designed to promote continuity and explore the impact of this
on reducing avoidable hospital admissions, enabling preference for place of death, or
patient or carer satisfaction with care. The following methodologies were included
randomized controlled trials, non-randomised controlled trials/quasi-experimental trials,

and before-after studies.

Retrospective studies, grey literature, reviews, conference abstracts and qualitative studies exploring the

perspectives of health care professionals were not eligible.

Search method for identification of studies

Electronic searches
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. The following databases were searched; PUBMED, PsychINFO, CINAHL. Reference lists and forward 3
5 searches of relevant publications were also screened. @
; E
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8 S
9 Search terms o
o))

10 Based on previous reviews of the literature on palliative care and continuity 2339, the free text and indexed 2
1 o ©°
12 terms listed in box 1 were used to identify relevant articles. E E
13 g 2
14 Box 1. PUBMED search strategy g g
1 o) (@]
12 Palliative care ((terminal* OR (advanced disease) OR palliativ* OR (palliative care) OR (palliative medicine) 3 E
OR (end of life)) 3%

17 « o
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26 . oS P
27 Data screening = § ©
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ow=

x o

30 over the eligibility of studies were discussed with the research team (SB, BN and BH). g% g2
31 238
32 Data extraction oS3
33 . . . . . 8>3
34 A unique form was developed to capture the following data from each eligible study. Figure 1 outlines the 305
ERYE]

22 data that was extracted from each study. = 3
37 INSERT FIGURE 1 HERE 2 2
38 S o
39 s 2
40 Data analysis 3 g
41 5 3
42 Quality Assessment o =
43 o : . 3 3
44 To assess the methodological rigor of included studies, a tool developed by Hawker et al 3! was used. The 5 o
— >

45 results are presented in Appendix 1. @ o
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50 Due to the heterogeneity of outcomes, meta-analyses were not possible. A narrative summary of studies >
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Synthesis methods as outlined by the Cochrane Qualitative and Implementation Methods Group were
applied and the review was reported according to ENTREQ guidelines (Enhancing transparency in
reporting the synthesis of qualitative research)3. Qualitative synthesis involves reinterpretation by
considering the findings of multiple studies within an analysis33, using a three-step process: coding,
developing descriptive themes and generating analytical themes34. All data titled findings or results were

entered into NVIVO for analysis, in line with previous reviews utilizing qualitative synthesis3* 3>,

Patient and public involvement
This review was motivated by the priorities identified in the James Lind Alliance Palliative and end of life
care Priority Setting Partnership 24, which included the views of patients and the public. No further patient

and public involvement was incorporated into this review.

Results
Figure 2 presents a flow diagram of the study selection process. The initial search yielded 339 citations

and 18 articles met the inclusion criteria (11 qualitative, 6 quantitative and 1 mixed methods).

INSERT FIGURE 2 HERE

Study characteristics

Half of included studied were conducted in the UK (50%, n=9), 3 were conducted in the USA or Canada, 2
in Australia and 1 each in Iceland, the Netherlands, Sweden and Denmark. Tables 1 and 2 outlines the
sample, methodology, components of intervention, types of continuity assessed, outcome measures

included and whether the intervention was found to be effective.
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6 Quantitative studies 2 NS
7 Author Country Components of | continuity N Participant Method Outcomes QOutcomes ‘SR/Iain%ndings Intervention
intervention * s relevant to o B successful?
8 review c =
9 R |1 S | Po | Ha § 13,"'5
10 d DN
11 Mortel Australia Care coordinated by | x X 191 Adults >18 | A quasi- X X Hospital %t@s were more likely to | Yes
12 (2017) GP registrar who years with | experiment admissions  per we $2 admissions than the
conducted an initial (exp: a terminal | al design 100 patient-days | $teri@ntion group (OR 2.67 | although some
13 patient assessment, n=99) iliness '@'5_3;6 1.39-5.11); P < 0.003) | significant
14 and case (no  pre- proportion of | @etlD days. differences
15 conferenced  with test deaths at home ﬁ-g 3 between control
16 the medical and measures) %C@t@s were significantly | and intervention
nursing teams and g:|%S‘§IFE‘\ely to die at home than | participants
17 the family to develop ;?ﬁter@ntion group (OR 0.41
18 the care plan. TO5%8 0.20-0.86); P = 0.02)
19 SmZ
- - > o
20 3-month follow-up ERZke!
2 (for stable patients) ‘_g . §
or re-assessed and 3 3
> 2.
22 updated the plan if - O
23 the patient s o
i 5 3
24 deteriorated. 2 g
Q
25 This service was “m :
26 initially available g_ ]
27 during business o 3
28 hours, but was 3 g
ded to after =
2 exten 5 o
2 hours as funding = 5
30 became available ® o
31 Ingadottir Iceland Specialist nurse acts | x X 50 COPD Interrupted X BMI, capacity to gosp_'ddml admission rate and | Yes
32 (2010) as a coordinator of patients time series use medications, | @ays spentin hospital because
33 interdisciplinary study length of @f C(@D reduced by 79 and
34 collaboration. hospitalisation, B8%, géspectively.
Visits patients at psychometrics $he m@imber of days spent in
35 home for initial (HRQL, HADS), | the higspital because of other
36 assessment smoking rate disea%s was not significantly
37 Regular telephone diffe@nt inT1,T2and T3
contact jos]
gg Nurse  coordinates =3
multidisciplinary o
40 response to acute <
41 exacerbations. %
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(2016) evaluation of nurse Referred care methods - patient seen by g4 Sients died in the | hospital
practitioner role in to patients Qualitative NP after referral Evalua{ion period. Twenty | admissions for
palliative care. service evaluation Qied q,NB their place of choice | those being cared
of nurse led Decreased 9%g for at home
Aims of nurse 105 practitione unplanned/preve |3
practitioner were: records rrole ntable  hospital gosp%l admissions Outcome
examine admissions @ ntial presentations to | measures not
To help patients d And note &k Rad been averted, with | clearly reported
achieved their review Place of death i resentations in the 12
preferred place of %@@period, No comparator
care. (no pre-test Qualitative 23 o so hard to assess
data feedback =9 g impact of
Enhance collected) T "m' S intervention
professional X c g
relationships ) _8 (=X
between services o (-_T;' g
oc =
Facilitate timel 29
?u itate timely 553
discharges and 3P
admissions between Sune
services. S5~
Montero USA Health care 4,551 Patients Interrupted readmission rates | -Duri the 11-month post | Yes
(2016) professional admissio | referred to | time series Eter@ntion period there was
education ns during | palliative design g sTgﬂficant reduction in
study and general Fhplanned 30-day
Call back from nurse period medical Eéadrgssions risk.
- «Q
and appointment oncology B =
with oncologist services. %lnpl@med readmission rates
within 5 days (to %ecli@d by 4.5% to 22.9%
discuss symptom %omdgaseline.
management, = Z
education, Rurse call-backs improved a
medication ”atie%’s capacity for self-care
review/compliance, Bt hoge and compliance with
and follow up @edrﬁtion.
appointment o O
. e} N
reminders) =
®
n 8
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help facilitate the g
transition from the Q
hospital to  the £
=
o
=
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9 palliative care problems ‘8 an QZJ support eg
10 physicians twice 2 %f, hospital
11 weekly %Lg 8 admission no
19 releon 5 © comparator
phone o030
13 consultations & =9 g
14 point of contact for = '-(I; =1
15 patients. x S S
Morris USA (CARES): a 170 Care home | Pilot Services provided | Segef>  residents were | Not clear
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18 program plans dhgdspital. group and
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hospice GP and
Supported by two
HNC.

(3) 24/7

hospice care
telephone backup
(4) one HCP

selected by the
patient, is
responsible for

coordination of care

*Continuity
R = relational
I - Informational
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Table 2. Summary of reviewed qualitative studies = 5
o X
Author Country | n Participants Methodology Main findings S ﬁ
Leydon UK 32 Patients receiving palliative | Longitudinal Interpersonal or relationship chtinugiy and management continuity are vital to
(2013) care prospective qualitative | the process of optimising the pagfent,gxperience of out of hours palliative care
study using  semi- - 2
structured  interviews L
n n<
and telephone ~ON
interviews over 6 2a' 2
N 230
months — qualitative o 2
. o030
descriptive approach to 5 @9
analysis - §
Seamark UK 54 Bereaved family members Semi structured | Continuity of care that divided ﬁtr_ug' éersonal, organisational, and informational
(2014) interviews, thematic | continuity. 2o
analysis Large numbers and changes in &@re &aff diluted personal continuity and failure
. . o C. =
of the GPs to visit was viewed nggatig:ly.
Family carers had low expe®a&iGhs of informational continuity, finding
information often did not tranj.en %tween secondary and primary care and
other care agencies. Organisatig’gg-&)ntinuity when present provided comfort
and reassurance, and a sense ofZontepl.
Payne UK patients (n = | Patients, carers and HCPs Serial interviews with | While some care fell short of efpec%tions, all patients reported high levels of
(2017) 34), patients and family | satisfaction and valued continuigy of §are and efficient information sharing.
carers (n=13) members (either =) g
and health together or apart) All hospices supported and sunglemgnted local providers, with three hospices
professional (n also supplanting local provision py praviding in-patient facilities.
=23) Focus groups with 3 g
health care e 3
. 3
professionals (not = i
included in analysis) 2 <
Thematic analysis and ® o
cross case synthesis > B
Richards UK 28 Patients  with  advanced | Interviews with patients | Participants reported a lack of galational and informational continuity of care.
(2011) cancer and caregivers and caregivers. Consulting with an unfamiliarliniffan out-of-hours raised doubts in some

Thematic analysis

participants’ minds about the q@lityf care.

While the themes suggest the delivexy of out-of-hours care as a whole was not
always perfect, around-the-clock acG@ss to professional sources of support and
reassurance was highly valued. 3

However, the transfer of informatiqg to out-of-hours providers remains a key
challenge; participants did not understand why out-of-hours providers could not
access more information on the® medical histories given the level of
computerisation within the NationafHealth Service. The findings highlight the
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need to improve continuity be:t'_we@ in-hours and out-of-hours services for
patients with complex needs. 3 N
Klarare Sweden | 13 6 patients and 7 family | Interviews Two themes were constructed tgfougﬁ thematic analysis:
(2017) members Thematic analysis (1) security and (2) continuity oE'caré:’
Bailey UK 109 39 patients (15 with COPD and | Semi structured | Patients were satisfied with themem?rgency care but not the care they received
(2016) 24 with lung cancer), interviews, after | once their initial symptoms hag beed stabilised. The poorer quality care they
admission and following | experienced was characterised m%k of attention to their fundamental needs,
20 informal carers discharge lack of involvement of the famt% Iﬁ)r communication about care plans and a
50 healthcare professionals, Thematic analysis lack of continuity between prlmauar-td secondary care.
Mclaughlin | UK 26 Family caregivers of people | Semi structured | Lack of continuity between ser\%es fAean that carers were unaware of support
(2010) with Parkinson disease interviews until they reached a crisis and d&éi@d difficulty accessing information.
Carers called for a more |ntegr%t|3n§between primary, secondary and tertiary
“a framework was used | care. Q S_P o
to guide analysis” Patients sought advice from neq,ségaﬁ_sts over GPs who were not seen as having
high levels of knowledge aboug. @DQ_Palllatlve care was not accessed by any
patients. ots =
Neergaard Denmar | 14 Bereaved care givers (cancer | Focus groups Relatives experience insufficientyaBigtive care, mainly due to organizational and
(2008) k patients) cultural problems among profesaq%ﬂ% There is a lack of shared care
qualitative description | Mixed experiences regarding reEt_&QﬁEhlps with GPs, some good, some bad.
approach Lack of care coordinator |dent|f|€d asParrier to shared care and high quality care.
Browne UK 115 advanced HF patients (n =30), | semi-structured four key problems: > E]
(2014) patients (n = | carers (n = 20), and | interviews (patientsand | 1)Knowledge and understandin ef1gts
30), professionals (n = 65). carers) and focus groups | 2) Difficulties navigating and accgssirg health and social care support;
carers (n = 20), (HCPs) 3) General challenges and barrigé to%ptimal care;
professionals 4) Problems relating to emergerjgy c3te.
(n=65). content analysis Fragmented care with lack of c@_)rdl%tlon and poor communication makes life
difficult w =
Jack (2016) | UK 41 Eligible participants were in | Interviews (individual or | Embracing Holism, by bringing I-Esplce care into the home and acting as a bridge
(16  patients | receipt of Hospice at Home | joint) from the Hospice, is clearly pro&\otl@ patient choice in being able to be cared
and 25 family service on at least three for and die in their own home. m a
caregivers) occasions and were deemed | Thematic analysis Hospice at home nurses helpe:d p@ents to navigate services and different
to have a life expectancy agencies N
measured in weeks not days. Hospice at home helped avoid l@watﬁed hospital admissions
Adam UK 15 11 patients and 4 caregivers Interviews The importance of continuity ofulgcareh;and communication between all involved.
(2015) The continuity of care from a'singE GP was important within the patient’s

Framework analysis

registered practice. <

Continuity was not perceived to bE as important in the OOH period when
participants were happy to see any q&allfled practitioner. Prompt pain relief was
their priority. The importance of googtommunication between the OOH service,
their registered practice, and in somgcases palliative physicians and oncologists
was emphasised. Those with palliative care summaries valued the informational
continuity that they provided.
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Study methodology
The majority of eligible quantitative and mixed methods studies utilised quasi-experimental

methodologies (86%, n= 6). One randomised controlled trial 3¢ was included. Two interventional studies

oNOYTULT D WN =

included a control group 3% 37, 2 utilised an interrupted time series design 3% 3° and 3 did not include a

10 comparison group 4042,

13 For qualitative studies, semi structured interviews with patients or their carers were the most common
method of data collection 43-%° (64% of qualitative studies, n=7), 3 studies undertook multiple interviews
16 with participants®®-°2, while 1 utilised focus groups °3. Qualitative data were analysed using thematic

18 analysis®*46:4%.51 framework analysis 47- %%, a qualitative descriptive approach > >3 or content analysis*3.

20 Participants

22 Inall, 1,951 patients and 190 family caregivers were recruited across included studies. Most studies (n=10)
24 recruited patients with a range of illnesses, identified as requiring palliative care, 3 studies recruited
25 patients with cancer 36 4> 48 while 3 recruited patients with a different diagnosis (COPD 38, Parkinson’s

27 disease*’, advanced heart failure*?). Two studies recruited bereaved family members** >3,

Quantitative studies

Components of interventions

34 To examine which types of continuity were implemented within each intervention, we considered the

* (s3gv) Jnauadns juswaublasug
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36 elements within each intervention separately. Each intervention was complex and included multiple
components. In total, the interventions included 12 different components, used in a variety of
39 combinations (Table 3. All interventions included regular contact or follow up appointments with the same
41 health care professional (relational continuity) and the majority included liaison between medical teams

(informational continuity) (86%, n=6).
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R - relational continuity
I - informational continuity

MDTs — multidisciplinary team meetings
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Table 3. Components of eligible interventions S
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o o SR o o
85 8% B¢ Bg=85 5| 5§ B3| £t
= o =) = | B3 3 3 = o o 3
5 |23 | &8 23 | & o 23 oo
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= = - 3 |l s | = 3 v o
< S S | B = o
5@ 5| 5
a3 = o
-~ D
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Care coordinator identified R&l X X3 X 4
Sharing care plan with other professionals R&l X X :""-’g“ X X 5
Contact with same professionals out of hours R&l 2= X 1
Initial patient assessment conducted by coordinator R&l 2 s X X 3
Regular contact / follow up appointments with the same health care professional R&I X ® >3 x X X X 7
Patient selects which professional acts as their coordinator R g m 2
Regular telephone contact with coordinator/identified nurse R X BT L X 4
One point of contact identified for patients R X S X X 4
Initial medication history interview and medical reconciliation conducted I = 2
Liaison between medical teams I X )%J' X X X 6
(MDTs, case conferences) 2
Education for health care professionals to promote buy in to intervention/ promote | | X » X X 3
. A =}
continuity a
Creation of a (new) care plan / database/ report I X X 5 X X X 5
2
@
[¢]
>0
>
=4
o
Q
@
iz
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vs)
1 =
2 @]
3 . . N 8
. Impact of interventions upon identified outcomes =
5 Due to the heterogeneous nature of studies it was not possible to conduct a meta-analysis. A narrative @
° 2
7 summary of the findings of interventional studies, with regards to preferred place of death, hospital g
(%]
g admissions and satisfaction with care is provided. 5
o))
10 o 2
1 Place of death S o
12 2 B
13 . . . g . . . . Q 3
1 Over half of interventions identified explored impact on place of death (n=4, 57% interventional studies) z S
< =.
15 37,40-42 Two interventions 3742 reported a positive impact on facilitating preferred place of death while this 8 -(80
16 S 35
17 was difficult to assess in 2 interventions due to a lack of comparator or limited information being reported. a 'B
> P
B No studies described a negative impact, or a decrease in the number of deaths occurring in the preferred = 2
o X
20 locations. g 8
21 3 o
22 (i >
23 Preferred place of death was achieved for 91% of patients (92 of 101 participants for whom this was g n
c
<
24 known) receiving care from the “Hospice Assist at Home” intervention®?. Patients receiving care ‘é én&
25 SO N
26 coordination from a GP registrar were more likely to die at home than control participants (OR 0.41 (95%Cl %‘g E
27 T2
28 0.20-0.86); P = 0.02) in Mortel et al’s (2017) intervention. gg 1
==
29 503
c
30 O’Connor et al (2016) report that preferred place of death was achieved for 59% of participants that died 028
31 =13
32 during the study period (20/34 participants). In the absence of a control group, the authors compare this Zg =
&1/-\0
gi to figures from the wider Australian population which state that 14% of those that wish to die at home, g 53
=M=
]
35 do so. Morris et al (2017) did not report preference for place of death?®:. g‘(-n’-i
36 - °
37 > %
38 Hospital admissions 33
39 =N
>
40 Six studies explored the impact of intervention on hospital admission rates 3641, The majority 374° (n=4) i %
41 S5 o
42 described a reduction in avoidable hospital admissions for people enrolled in interventions. In two studies j 3
43 o . e . : . 3 S
44 a lack of comparison information makes this difficult to assess, although no interventions describe = 2
= c
45 increases in hospital admissions. g o
46 R
47 . . o . . . . . S
48 The four studies reporting a reduction in hospital admissions utilised the following types of intervention; 8 §
@
gg care coordination by a GP registrar 37, a nurse practitioner?, a specialist nurse3 and an intervention to 2 Q:’;*
«Q
51 improve care transitions including post-surgical follow-up calls and mandatory early follow-up %
52 o
53 appointments with oncology teams®. A number of limitations were observed including differences W
O
g;’ between the control and intervention groups at baseline3’, small sample sizes3® and lack of pre- g
o
56 intervention data“®. S
57 g
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While Morris et al (2016) report that 90% (70 out of 78) of care home residents desiring a palliative course,
enrolled in a model of palliative care consultation were never hospitalised, the lack of comparison data
make conclusions difficult. Seven participants were hospitalised over the course of the intervention,

despite orders for no hospitalisation, although this represents less than 10% of the sample.

Edwards et al (2014) relied on participant-reported healthcare utilisation to assess impact on hospital
admissions. While participants were enrolled in a seamless care programme, other sources of medical

care were still sought. Data from the control condition was not reported.

Patient satisfaction with care

No Interventional studies measured the impact of the intervention on patient or carer satisfaction with

care.

Qualitative synthesis — patient experience of continuity

The impact of experiencing, or not experiencing continuity of care was explored via qualitative studies.
The views of both patients and their informal carers are represented. Barriers to achieving continuity of
care and continuity facilitators were identified. An overview of these barriers and facilitators are

presented in table 4.

Table 4: The barriers and facilitators to continuity in the provision of palliative care, and the impact of

continuity on patient and carer experience.

Barriers and facilitators of continuity Impact on patient
Barriers to continuity Impact of poor continuity on patients and carers
e  Structure of systems e Impact on care
e Fragmented services e Difficulties and delays in accessing
e Multiple professionals involved support
e Lack of information sharing e Care plan is not clearly
e Between primary and communicated to patients

secondary services
e limited access to medical | ® Impacton patient and carers

records e Emotional impact
e Additional burdens
Continuity facilitators Benefits of continuity for patients and carers
e One point of contact - care coordinator e  Patient feels “known”
e Multidisciplinary working e Patient is confident in care

Page 16 of 30
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vs)
1 s
2 @]
3 . o 8
. Barriers to continuity 2
5 @
6 “We were never quite sure who was in charge of all this business, so who was in charge =
O
; of it all?’ — patient 4 %
9 o
10 The fragmented nature of services and the number of professionals involved made it difficult for some . &
= B
11 . . . . . . . e ©
12 patients to navigate services** 473033 decipher who was responsible for which aspects of their care** >° T =
- w
@
13 and ultimately access support. This appeared to be amplified outside normal working hours** 4730, In g g
14 < 3
15 addition, a lack of information sharing, both between services, and between services and patients left g 3
16 . , . . g 3
17 families feeling frustrated and unsupported** 4> %0, Disbelief about the lack of access that professionals E B
> P
18 had to their medical records was expressed in several studies4 4548, 50,52,53 -2
19 2 8
20 - . . 5 8
21 Impact of low continuity on patients and families 5
«Q
22 - 2
23 A) Impact on care e n
[
<
;g (i) Difficulties and delays in accessing support ‘é én&
- SS 2
27 “You’re trying to navigate it and you’re dealing with so many agencies and you don’t g%’ g
~® O
;g know which way to go sometimes. They’re very good in that particular sphere in that °=%g
Dn=
Vi . ey . ; . . ?i c O
2(1) they’ll try and help you as much as possible, but it’s so — | didn’t realize it was so %g %
O
32 complicated to die, | didn’t, honestly. | thought it’d be a fairly simple job, but it’s not, QE =
&1/-\ o
gi it’s not” (P2, 61- to 70-year-old male patient). 4° g 53
35 S08
S
36 Participants described a significant impact on their experiences as a result of the lack of informational and o - g
>
7 . L . . . . - W . = 3
28 relational continuity. Patients and carers described difficulty in navigating the numerous services and 3 3
@
2 0
39 multiple people involved in their care** 475053, Many described uncertainty about how?** >° and when>° 4> = g
40 e 2
41 to access support. A lack of confidence in out of hour’s services was also described?** 4730, g8 9
o
42 @ §
ji ‘If anything goes wrong during the night, weekends, they were dreadful times because % 2
= c
45 at weekends the NHS more or less closes down, and you can go and sit in A&E, Fg’ 3
46 EJS
47 somebody’ll come and see you after about half an hour and take some details, but then 3 o
o o
N
48 it’s about 4 hours wait then, and if you’re sat there in pain it’s a hell of a long time.” — S o
49 3 =
50 patient 44 Z
51 g
52 . . . 2
=3 As a result of such concerns and experiences, delays in seeking support out of hours were commonly g
54 described. Delays were connected to the lack of confidence in services (due to a lack of relational and 5
55 Q
56 informational continuity) as well as uncertainties around the legitimacy of their need* % and concerns 3
>0
57 =
[
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about putting additional strain on the health service, which they perceived as stretched?*>*°. Thus patients
described waiting until they could speak to a professional who was familiar with them and their needs
before seeking help. This resulted in many patients enduring unpleasant symptoms whilst they waited to

contact their regular care providers, which was also disturbing for carers* 4> 48 30,

“...Um ... so, no, in the end | decided there wasn’t anybody, really, who could help me,
(IV: Mmm), so | didn’t call anybody, | just sent my nurse a text and just hoped I’d survive

the night. And I did [gentle laughter from P].” Patient *°

(ii) Care plan is poorly communicated

The lack of consistent communication, and difficulty in accessing support meant that often, it was hard
for patients to build up a clear picture of their current status*®* 2. This ambiguity left patients feeling

unsupported and unclear about what the future held for them.

“We’re waiting to hear from them, the [regional hospital], they said a week or two .. .
it’s actually three weeks [now] .. . | know they say no news is probably good news, but

waiting is the worst part. You just want to know how long you’ve got” Patient >?

The inability of all services to access a patient’s medical records complicated care and was a source of
much frustration and led to periods of unnecessary stress and discomfort. This again, was particularly
pressing outside of normal working hours and necessitated much repetition of information and

contributed to a reluctance to access out of hours support 44 45 48 50

“Well by the time you phone one person and you try to explain to them that you’ve got
a growth inside you and it’s bothering you and you’re in a lot of pain and stuff, then
they have to go and get somebody else to phone you back and you have to wait a long
time ... eventually they do phone you back ... and then you’re in absolute agony on the

phone.” Patient 48

This was compounded by a lack of consistency in symptom management, with different professionals
suggesting different approaches** 47- 52, This was sometimes described as a result of delayed or irregular
medical reviews with specialists, or the lack of coordinated approach to care. This had a negative impact

on both patients and carers®%>2,
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2 “They took a lot of tablets off me [in the hospital], and my doctor [GP] went mad, =
5 because they shouldn’t have done ... I’'m back on all my old medication now ... they @
° 2
7 shouldn’t have changed it.” Patient >2 =
(%]
: 3
9
o))
10 o . . . e B
1 In addition, in the absence of a coordinated approach meant that the care patients received was often S S
) =
1; not streamlined with repetition and multiple appointments within the same location, within the same % Q
o =
O
14 week often taking place?? %, g 32
o) o
15 o T
16 g 3
17 ” she says he is down at the same department three times in a week and he could be = B
> P
18 done in one day. Each of them that, the Sister, the Nurse and the anticoagulant clinic. - g
19 3 N
20 She says it’s the same building and yet he has got to go three times daily, he’s got to g %
21 5 »
2 go three times a week, different days.’ Carer 43 é S
23 2 3
24 Further consequences of this lack of continuity were that some families described being unaware of 2 g”§
25 28
2% sources of support (for example additional financial support or additional out of hours support), which %g§
S ©
=~ @ .
;é could have been beneficial for them**47-50, Patients felt that some professionals presumed that someone 3% o
CEE
29 else had already provided them with this information, A lack of continuity meant that gaps in information § n %
30 =59
31 provision were sometimes left unfilled*”- >0, Lo
agpo
32 ot =
lg—Jf/-\o
33 “I was surprised in retrospect that | hadn’t been told that [about Out-of-hours g > 3
34 Zma
35 service]... perhaps they thought | knew... [Would have been less worried over the years gi@g
Q- T
;? if I’d known]” Patient °° > 3
-~ O
38 5 o
39 The lack of informational and relational consistency experienced by patients and families negatively = el
40 : : : . : : . : : : e 3
a1 impacted their experiences of care, with patients enduring periods of great discomfort in order to wait 2 @
o
42 until they could seek help from a professional that was familiar with their needs, and with whom they felt 7] §
43 3 5
44 confident and supported. p <
— ]
45 T o
46 % o
47 B) Impact on patient and carer experience 3 B
48 a
49 (i) Additional burdens 3 =
50 &
51 Taking on the role of coordinator o
o
g; Due to a lack of informational continuity between services, patients and carers took on additional g
2
54 administrative burdens or duties to secure a coherent approach to care management** 4751 53, patients 5
55 Q
56 and carers described having to take on the role of “coordinator” as services did not seem to be effectively 8
>0
57 g
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sharing information with each other. This was experienced as stressful and time consuming.

“It was up to me to contact her [the hospice nurse], and this is what people say, if you
need any help ring, but it’s an extra thing to do, to organise your own kind of help is an
extra thing to do, and in the 24 hours you don’t have much time or energy for extra

things” Patient 4

Some carers described an “unspoken pressure” from health care professionals to become “semi-
professionals™3. This was also a role that many people did not want, patients were often too tired and

carers preferred to concentrate on spending quality time with loved ones*.

“I mean our own GP obviously knows Dad’s case inside out, but there must be a way
where the [out-of-hours] doctor can access at least a recapped version of what’s wrong
with him you would think he had to tap into his computer and access everything but,
you know, he went solely on what | told him when we went in. So that to me was

strange.” Carer %°

Feeling vulnerable or out of control

In addition to the more practical impacts of low continuity (both relational and informational) significant
emotional impacts for patients and families were reported*> >°. Many carers reported feeling vulnerable
or out of control when they could not access advice or support from a professional who was familiar with

their history and needs.

“And | remember thinking, I’'m vulnerable, my wife is in pain and we want a service
and, and | have to ring up this person — ‘The doctor will contact you’! What, tonight?

Tomorrow?” Carer 4°

For patients, a lack of relational continuity meant that they could feel alone and unsupported.

“All | wanted was a voice to recognize me, um, or, or a voice to recognize what | was
doing and say, there, there, [name], that’s OK, I’ll speak to you tomorrow, I’m aware
of what’s wrong with you, um, and that’s fine. And really, the only voice who could do
that would be [name], my, my nurse, um ... but obviously she switches her phone off, |

think she [finishes her shift] at 5 o’clock...” Patient *°
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. Continuity facilitators =
5 In response to the fragmented nature of systems, patients and carers agreed that it would be beneficial @
° 2
7 to have one point of contact for their queries and concerns** 485153 Some participants suggested this role =
(%]
g could be occupied by a GP* 33, while others felt that the qualifications of the individual were less 5
o))
10 important than their ability to be a consistent source of advice, signposting or support*. Furthermore, to 2
1 o ©°
12 truly promote continuity the need for multidisciplinary teams was highlighted. 3 E
13 g 2
14 < 3
o
15 Benefits of continuity for patients and carers § i
17 a) Feeling known a
> P
18 . L . .. “ . -
19 One of the most positive aspects of continuity from the perspectives of participants was that of “feeling 5 9
RN
20 known”, which was represented in a number of ways. “Feeling known” was related to recognition of who s §
21 =
o
22 the patient was as a person, being listened to and having the professional demonstrate their ability to use (?; z
23 - ©
24 their knowledge of the individual to recognise and act upon their suffering in a person centered manner* & m QZJ
@D >
n n<
25 46,48-50 \Where this level of relational continuity was achieved, it was highly valued. zon
26 TERe
27 ) . 830
28 Yes, there was a nurse, a man, who came last week and took some blood. And | think 52 g
— - 3
;g he has been here once or maybe twice before. So, he asks me, how is your eating? %‘é’g
Lo
31 Because I’d had problems last autumn, | lost a lot of weight. .. . | think it is fantastic 3=8
32 ot =
33 that he remembers. ... They care about the little things, ask how I’'ve been over the %3‘;%
4 . e EREEs
; 5 holidays, what I’'ve done, and so on.” Patient % She
S
36 Q- =
37 Another aspect of “feeling known” that was appreciated by carers in particular was the ability to notice pd %-
38 . N . . . . S ©
39 small but potentially significant changes in a patient that could only be achieved through consistent = g
=1 o
40 interactions**46:4°, In addition, for patients being cared for at home, families felt more comfortable when i %
41 S5 o
42 they had developed a relationship with health care professionals. > 3
43 3 S
Q (&
j;’ “but it would be wonderful if one nurse could concentrate on a case because you would gj =
(¢} @
[¢]
46 have that continuity and they would notice changes and things and it would help them S 5
> &
47 S N
48 and probably help the family in that it isn’t a different person every night and you’re S §
2,
49 having to explain where the coffee is and what to do, but | know it isn’t practical @ &
50 >
«Q
51 because they have to have time off. But if it were one person, or even two, because we %
52 o
53 did have several different nurses.” Carer 4 @
54 %
55 b) Feeling confident in care E
56 =
57 =
c
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Continuity in all of its forms, bolstered a sense of confidence in both care providers and the care plans

developed for them?6 425053 patients described feeling confident that their team could support them.

“There’s nothing worse than feeling that you are on your own and there’s no
support and like it’s the unknown. When you know that you can pick up the phone and
at the other end are experienced professionals and they are like tuned in and that in a

matter of minutes you can have assistance. That makes all the difference”. Patient 4°

The ability to contact a team that could respond quickly and appropriately was greatly appreciated by
patients and carers and went some way to alleviating some of the anxiety associated with supporting a

loved one with palliative care needs.

“ ... it happened in a few hours. He got a high temperature... but they came straight
away and stood here with the doctor on the phone, and it felt like “Yes, they’ve got it
covered.” That felt like WOW! ... They came for this and supported us, and that was
great since ... It almost caused anxiety before [enrollment in SPHC] to have to call the
healthcare center. ... No one [there] has the complete picture, and no one knows us. ...

No continuity.” Carer 4°

Discussion

Summary of findings

This mixed methods rapid review explored the impact of continuity for patients receiving palliative care.
The limited quantitative evidence reviewed indicated that improving continuity of care may be related to
reduced hospital admissions and achieving preferred location of death, although this review does not
provide conclusive evidence of this.

Poor continuity was described as related to delays and difficulties in accessing care and increasing the
burdens experienced by patients and carers. Patients were often left feeling vulnerable or unsupported
without a clear understanding of their care plan and how to access support. In contrast, when patients

experienced good continuity of care they felt confident, known and supported by care providers.

Comparison to other literature and the wider context

Many of the facilitators for continuity for palliative patients identified in this review (having one point of
contact, and strong multidisciplinary working and information sharing), and the perceived benefits of

continuity (accumulated knowledge) were identified in a review of the impact of continuity for patients
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. with a range of conditions 2. Waibel et al (2012) note that continuity could be enhanced when patients =
5 take an active approach to the management of their own care. In the current review, in palliative care, @
° 2
7 participants and carers experienced the need to adopt the role of coordinator as burdensome and g
(%]
g unwelcome. This may reflect both similarities and differences in how to promote continuity for patients 5
o))
10 with different conditions and at different stages of illness. 2
1 o ©°
12 . . . o - . o o S
13 The impact of poor informational continuity for palliative patients was highlighted in this review. g g
O
14 Retrospective studies highlight potential strategies for promoting continuity for this group, including ‘g %
15 o T
16 electronic information sharing. Electronic palliative care coordination systems (EPaCC systems) >* have 2 %
17 . o . . - . z 3
18 been suggested as useful in promoting information continuity for palliative care patients, although further % E
_ 'o
19 work is needed to develop and test such strategies. a R
20 c @
21 s B
22 This review also highlights the importance of relational continuity for palliative care patients. Q S
o N
- ©
;i Informational continuity is clearly important, but in isolation may be insufficient to achieve optimal cmZ
oS
<
25 patient outcomes or experiences. The importance of “feeling known” by health care professionals was g 8-8
26 Q—J‘g =
27 clear in this review, both for the emotional and physical wellbeing of patients (in terms of delaying access g%’ g
~® O
;g to out of hours services). These benefits have been described in previous research within palliative 22§
DW=
X c O
30 populations®®. gg 2
31 D_(:I;'g
32 ot =
33 Despite evidence of the beneficial impact of continuity of care on both patient outcomes and experiences, %g%
o

34 continuity is not “built in” to interventions in the same way as other aspects of health care delivery®®. The 2 m =
35 ENGge!
> =
36 number of retrospective studies in this area suggests that continuity is currently considered more of an 5;' CBY
37 zZ 5
38 outcome than an integral part of the health care process. This needs to be addressed. While there are 3 %
5 3
23 undoubtedly methodological challenges in exploring the impact of interventions designed to promote g g
41 continuity, this is an area in which future research is needed. It was also interesting to note that no ga’ 8
42 3
43 guantitative studies included measures of patient satisfaction with care. Given the themes identified in g S
= (&
j;’ the qualitative data, highlighting the positive impact that continuity had on their experiences of care and gj =
(¢} @

[¢]
46 support, this is perhaps something to be considered in future studies. R
47 S N
48 o o . o . & 5
49 Continuity of care is difficult to deliver, and can be hard to measure, but is vitally important to patients. o
g? Relational continuity provides the context upon which to build individualised care plans for patients, that %
>S5
52 in turn, requires informational and managerial continuity between services to be effective. Improving 3
53 @
54 continuity in palliative care may not remove every negative experience for palliative care patients and =2
o
55 their families. However, the contrasts in reports of patients who had, and had not, perceived continuity %
% :
Q0
c
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in their care in this review demonstrate the beneficial effects that continuity can have in terms of feeling
safe, known and supported. While continuity may not be the panacea for all the challenges in providing
high quality palliative care, we believe that good continuity, in a range of forms, can go a long way to
improving a difficult time in a family or a person’s life. We acknowledge that where continuity is more
integrated into care, or where elements of interventions are not identified as continuity facilitators, they

may not have been included in this review.
Limitations

There are a number of limitations to this review that warrant consideration. This rapid review was
completed within 12 weeks and only research published within the last 10 years was included, grey

literature and the views of health care professionals were not included.

Half of included studies were conducted in the UK. We acknowledge that patient experiences are shaped
by the health care services and structures of the country in which they are receiving care, however aspects

of the experience of both good and poor continuity may transcend national borders.

Defining which interventions should be considered eligible for inclusion in this review was a challenge
given the various definitions and approaches to continuity found in the literature. Consensus over
whether an article was eligible for inclusion was assessed through consulting the full text articles, referring
back to the definitions of continuity outlined in Haggerty et al’s review 2 and discussion amongst the

research team.
Implications for future research and practice

The development of future interventions to improve care for palliative patients should consider how
strategies for promoting both information and relational continuity can be embedded within
interventions, and subsequently health care, alongside robust methods to measure the extent and impact

of continuity achieved.
Conclusions

The impact of poor continuity and the potential benefits of improved continuity highlighted in this review
add additional evidence to the body of literature calling for increased efforts to promote both

informational and relational continuity for palliative care patients. Methods for enhancing, and recording
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z continuity should be considered in the design and development of future healthcare interventions, across =
5 the lifespan. @
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Figure 1. Data extracted from eligible studies.
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Figure 2. PRISMA Flow diagram outlining study identification, screening, eligibility and inclusion.
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satisfaction was not assessed in quantitative studies. Participants described a significant impact on their
experiences as a result of the lack of informational and relational continuity.

Conclusions: This rapid review highlights the impact that continuity of care can have on the experiences
of patients receiving palliative care. The evidence for the impact of continuity on place of death and
hospital admissions is limited. Methods for enhancing, and recording continuity should be considered in
the design and development of future health care interventions to support people receiving palliative
care.

Strengths and limitations of this study

e This is the first mixed methods rapid review to explore the impact of continuity of care for
palliative care patients.

e Theinclusion of both qualitative and quantitative data provides rich insights into the experiences
of patients and families, although the views of health care providers were not included.

e Only studies written in English and published within the last 10 years were included, which may
introduce a risk of bias.

e Half of included studies were conducted in the UK yet experiences associated with both good and
poor continuity may transcend national borders.

Introduction
Continuity of care is an important aspect of health care, but is often lacking. Continuity of care can take a

range of forms, from continuous relationships with clinicians (relational continuity) to coordinated,
comprehensive information sharing (informational continuity) and shared management plans

(management continuity) within a range of services or professionals 2.

In a review of continuity across multidisciplinary contexts, Haggerty et al (2003) argue that continuity is
experienced by patients as the “perception that providers know what has happened before, that different
providers agree on a management plan, and that a provider who knows them will care for them in the

future”.?

The generation of accumulated knowledge and trust between a health professional and patient achieved
through relational continuity? is valued by both patients # and clinicians °. High levels of management and
informational continuity contribute to effective and efficient care. On the other hand, the same long term
relationships between health care providers and patients may also open the door to collusion ¢ or prevent

patients benefitting from the opinions of a fresh pair of eyes ”.

On balance, evidence suggests continuity is beneficial for a range of populations across a range of
outcomes. Lower levels of continuity have been associated with higher emergency department utilization

throughout the life span®?° . Continuity has also been associated with patient satisfaction?, fewer hospital
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5 the promotion of relational continuity was provided in a recent systematic review which highlighted a @
° 2
7 relationship between increased continuity and lower mortality rates 4. In response, international policies g
(%]
g and charters call for the promotion of continuity within health care services 7, 5
o))
10 i
11 However, the challenges to ensuring continuity are many and multifaceted. Within health care services o o
) =
12 . . . - - a B
13 that face growing demands and reducing resources, promoting and achieving continuity of care can be g g
O
14 difficult 8. The size of medical organsiations is growing ° and the number of physicians seeing patients ‘g %
15 o ©
16 on a part time basis is increasing 2°. The demands for rapid access to care are hard to balance with the 2 %
17 o a B
18 demands for continuity. = l&;
19 3 S
20 Continuity may become increasingly important or valued in a person’s care as they age, develop co-morbid g §
21 =
22 conditions or as their health deteriorates » 2. It has been estimated that 69-82% of persons who die in @ g
o N
- ©
;i high-income countries would benefit from palliative care 22, a figure which is likely to increase. As the cmZ
oS
<
25 population of many western countries continues to age, the need for greater continuity in services may g 8-8
26 5S 53
27 become more pressing as the impact of the presence or absence of continuity may be more keenly felt g%’ g
~® O
28 towards the end of life. °=%g
29 o W=
i 258
. . . 4 . . . PoQ
31 The number of different professionals and services involved in community palliative care can make g%g
32 ot =
continuity of care challenging 23, yet continuity was identified as one of the top 10 issues identified by the )
33 >3
o
34 James Lind Alliance Palliative and end of life care Priority Setting Partnership 4. 2 m 2
35 ENGge!
36 8- 5
37 The literature exploring the impact of continuity in palliative care is relatively young, yet promising. > %-
38 o . . . . . . 5 9
39 Continuity has been reported to be independently associated with patient ratings of care during cancer 2. _:—'3
=1 o
40 treatment 2%, while greater involvement of primary care physicians at the end of life is associated with i %
41 S5 o
42 deaths outside of hospital, and receiving home care or hospice support 26. A review of integrated palliative j 3
43 o 3 9
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= c
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2. To explore the impact of interventions designed to promote continuity for people receiving

palliative care on achieving preferred place of death, reducing avoidable hospital admissions and

satisfaction with care

Methods

The guidelines put forward by PaCERS 2 were used to shape this rapid review.

Inclusion criteria for studies

a) Types of participants

Interventions recruiting adults (aged over 18 years) receiving palliative care and/or their family, friends or

carers. Participants at all stages of a terminal illness, including the dying phase were included, in line with

previous systematic reviews in this area 2°.

b) Types of studies & outcomes

Original peer reviewed studies published in English within the last 10 years (June 2008 — June 2018)

presenting primary qualitative, quantitative or mixed methods interventions exploring the impact of

continuity in palliative care were eligible for inclusion.

Specifically:

Qualitative studies collecting information about the experience of continuity for palliative
care patients or their families (including bereaved family members). Studies also
including the views of health care providers were included if the voices of patients and
carers could be separated.

or

Prospective interventions designed to promote continuity and explore the impact of this
on reducing avoidable hospital admissions, enabling preference for place of death, or
patient or carer satisfaction with care. The following methodologies were included
randomized controlled trials, non-randomised controlled trials/quasi-experimental trials,

and before-after studies.

Retrospective studies, grey literature, reviews, conference abstracts and qualitative studies exploring the

perspectives of health care professionals were not eligible.

Search method for identification of studies

Electronic searches
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. The following databases were searched; PUBMED, PsychINFO, CINAHL. Reference lists and forward 3
5 searches of relevant publications were also screened. @
; E
7 =
8 S
9 Search terms o
o))

10 Based on previous reviews of the literature on palliative care and continuity 2339, the free text and indexed 2
1 o ©°
12 terms listed in box 1 were used to identify relevant articles. E E
13 g 2
14 Box 1. PUBMED search strategy g g
1 o) (@]
12 Palliative care ((terminal* OR (advanced disease) OR palliativ* OR (palliative care) OR (palliative medicine) 3 E
OR (end of life)) 3%

17 « o
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y s 03
25 Data collection and analysis 82
=

26 . oS P
27 Data screening = § ©
a3g

~ D O

;g Studies were screened by one researcher (BH) and eligible studies were checked by a second (BN). Queries °2 2
ow=

x o

30 over the eligibility of studies were discussed with the research team (SB, BN and BH). g% g2
31 238
32 Data extraction oS3
33 . . . . . 8>3
34 A unique form was developed to capture the following data from each eligible study. Figure 1 outlines the 305
ERYE]

22 data that was extracted from each study. = 3
37 INSERT FIGURE 1 HERE 2 2
38 S o
39 s 2
40 Data analysis 3 g
41 5 3
42 Quality Assessment o =
43 o : . 3 3
44 To assess the methodological rigor of included studies, a tool developed by Hawker et al 3! was used. The 5 o
— >

45 results are presented in Appendix 1. @ o
46 3 o
47 =S
48 Quantitative data analysis S N
49 . . . . 2
50 Due to the heterogeneity of outcomes, meta-analyses were not possible. A narrative summary of studies >
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Synthesis methods as outlined by the Cochrane Qualitative and Implementation Methods Group were
applied and the review was reported according to ENTREQ guidelines (Enhancing transparency in
reporting the synthesis of qualitative research)3. Qualitative synthesis involves reinterpretation by
considering the findings of multiple studies within an analysis33, using a three-step process: coding,
developing descriptive themes and generating analytical themes34. All data titled findings or results were

entered into NVIVO for analysis, in line with previous reviews utilizing qualitative synthesis3* 3>,

Patient and public involvement
This review was motivated by the priorities identified in the James Lind Alliance Palliative and end of life
care Priority Setting Partnership 24, which included the views of patients and the public. No further patient

and public involvement was incorporated into this review.

Results
Figure 2 presents a flow diagram of the study selection process. The initial search yielded 339 citations

and 18 articles met the inclusion criteria (11 qualitative, 6 quantitative and 1 mixed methods).

INSERT FIGURE 2 HERE

Study characteristics

Half of included studied were conducted in the UK (50%, n=9), 3 were conducted in the USA or Canada, 2
in Australia and 1 each in Iceland, the Netherlands, Sweden and Denmark. Tables 1 and 2 outlines the
sample, methodology, components of intervention, types of continuity assessed, outcome measures

included and whether the intervention was found to be effective.
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12 (2017) GP registrar who years with | experiment admissions  per we $2 admissions than the
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18 the care plan. TO5%8 0.20-0.86); P = 0.02)
19 SmZ
- - > o
20 3-month follow-up ERZke!
2 (for stable patients) ‘_g . §
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hospice GP and
Supported by two
HNC.

(3) 24/7

hospice care
telephone backup
(4) one HCP

selected by the
patient, is
responsible for

coordination of care

*Continuity
R = relational
I - Informational
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Table 2. Summary of reviewed qualitative studies = 5
o X
Author Country | n Participants Methodology Main findings S ﬁ
Leydon UK 32 Patients receiving palliative | Longitudinal Interpersonal or relationship chtinugiy and management continuity are vital to
(2013) care prospective qualitative | the process of optimising the pagfent,gxperience of out of hours palliative care
study using  semi- - 2
structured  interviews L
n n<
and telephone ~ON
interviews over 6 2a' 2
N 230
months — qualitative o 2
. o030
descriptive approach to 5 @9
analysis - §
Seamark UK 54 Bereaved family members Semi structured | Continuity of care that divided ﬁtr_ug' éersonal, organisational, and informational
(2014) interviews, thematic | continuity. 2o
analysis Large numbers and changes in &@re &aff diluted personal continuity and failure
. . o C. =
of the GPs to visit was viewed nggatig:ly.
Family carers had low expe®a&iGhs of informational continuity, finding
information often did not tranj.en %tween secondary and primary care and
other care agencies. Organisatig’gg-&)ntinuity when present provided comfort
and reassurance, and a sense ofZontepl.
Payne UK patients (n = | Patients, carers and HCPs Serial interviews with | While some care fell short of efpec%tions, all patients reported high levels of
(2017) 34), patients and family | satisfaction and valued continuigy of §are and efficient information sharing.
carers (n=13) members (either =) g
and health together or apart) All hospices supported and sunglemgnted local providers, with three hospices
professional (n also supplanting local provision py praviding in-patient facilities.
=23) Focus groups with 3 g
health care e 3
. 3
professionals (not = i
included in analysis) 2 <
Thematic analysis and ® o
cross case synthesis > B
Richards UK 28 Patients  with  advanced | Interviews with patients | Participants reported a lack of galational and informational continuity of care.
(2011) cancer and caregivers and caregivers. Consulting with an unfamiliarliniffan out-of-hours raised doubts in some

Thematic analysis

participants’ minds about the q@lityf care.

While the themes suggest the delivexy of out-of-hours care as a whole was not
always perfect, around-the-clock acG@ss to professional sources of support and
reassurance was highly valued. 3

However, the transfer of informatiqg to out-of-hours providers remains a key
challenge; participants did not understand why out-of-hours providers could not
access more information on the® medical histories given the level of
computerisation within the NationafHealth Service. The findings highlight the
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need to improve continuity be:t'_we@ in-hours and out-of-hours services for
patients with complex needs. 3 N
Klarare Sweden | 13 6 patients and 7 family | Interviews Two themes were constructed tgfougﬁ thematic analysis:
(2017) members Thematic analysis (1) security and (2) continuity oE'caré:’
Bailey UK 109 39 patients (15 with COPD and | Semi structured | Patients were satisfied with themem?rgency care but not the care they received
(2016) 24 with lung cancer), interviews, after | once their initial symptoms hag beed stabilised. The poorer quality care they
admission and following | experienced was characterised m%k of attention to their fundamental needs,
20 informal carers discharge lack of involvement of the famt% Iﬁ)r communication about care plans and a
50 healthcare professionals, Thematic analysis lack of continuity between prlmauar-td secondary care.
Mclaughlin | UK 26 Family caregivers of people | Semi structured | Lack of continuity between ser\%es fAean that carers were unaware of support
(2010) with Parkinson disease interviews until they reached a crisis and d&éi@d difficulty accessing information.
Carers called for a more |ntegr%t|3n§between primary, secondary and tertiary
“a framework was used | care. Q S_P o
to guide analysis” Patients sought advice from neq,ségaﬁ_sts over GPs who were not seen as having
high levels of knowledge aboug. @DQ_Palllatlve care was not accessed by any
patients. ots =
Neergaard Denmar | 14 Bereaved care givers (cancer | Focus groups Relatives experience insufficientyaBigtive care, mainly due to organizational and
(2008) k patients) cultural problems among profesaq%ﬂ% There is a lack of shared care
qualitative description | Mixed experiences regarding reEt_&QﬁEhlps with GPs, some good, some bad.
approach Lack of care coordinator |dent|f|€d asParrier to shared care and high quality care.
Browne UK 115 advanced HF patients (n =30), | semi-structured four key problems: > E]
(2014) patients (n = | carers (n = 20), and | interviews (patientsand | 1)Knowledge and understandin ef1gts
30), professionals (n = 65). carers) and focus groups | 2) Difficulties navigating and accgssirg health and social care support;
carers (n = 20), (HCPs) 3) General challenges and barrigé to%ptimal care;
professionals 4) Problems relating to emergerjgy c3te.
(n=65). content analysis Fragmented care with lack of c@_)rdl%tlon and poor communication makes life
difficult w =
Jack (2016) | UK 41 Eligible participants were in | Interviews (individual or | Embracing Holism, by bringing I-Esplce care into the home and acting as a bridge
(16  patients | receipt of Hospice at Home | joint) from the Hospice, is clearly pro&\otl@ patient choice in being able to be cared
and 25 family service on at least three for and die in their own home. m a
caregivers) occasions and were deemed | Thematic analysis Hospice at home nurses helpe:d p@ents to navigate services and different
to have a life expectancy agencies N
measured in weeks not days. Hospice at home helped avoid l@watﬁed hospital admissions
Adam UK 15 11 patients and 4 caregivers Interviews The importance of continuity ofulgcareh;and communication between all involved.
(2015) The continuity of care from a'singE GP was important within the patient’s

Framework analysis

registered practice. <

Continuity was not perceived to bE as important in the OOH period when
participants were happy to see any q&allfled practitioner. Prompt pain relief was
their priority. The importance of googtommunication between the OOH service,
their registered practice, and in somgcases palliative physicians and oncologists
was emphasised. Those with palliative care summaries valued the informational
continuity that they provided.
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Study methodology
The majority of eligible quantitative and mixed methods studies utilised quasi-experimental

methodologies (86%, n= 6). One randomised controlled trial 3¢ was included. Two interventional studies

oNOYTULT D WN =

included a control group 3% 37, 2 utilised an interrupted time series design 3% 3° and 3 did not include a

10 comparison group 4042,

13 For qualitative studies, semi structured interviews with patients or their carers were the most common
method of data collection 43-%° (64% of qualitative studies, n=7), 3 studies undertook multiple interviews
16 with participants®®-°2, while 1 utilised focus groups °3. Qualitative data were analysed using thematic

18 analysis®*46:4%.51 framework analysis 47- %%, a qualitative descriptive approach > >3 or content analysis*3.

20 Participants

22 Inall, 1,951 patients and 190 family caregivers were recruited across included studies. Most studies (n=10)
24 recruited patients with a range of illnesses, identified as requiring palliative care, 3 studies recruited
25 patients with cancer 36 4> 48 while 3 recruited patients with a different diagnosis (COPD 38, Parkinson’s

27 disease*’, advanced heart failure*?). Two studies recruited bereaved family members** >3,

Quantitative studies

Components of interventions

34 To examine which types of continuity were implemented within each intervention, we considered the

* (s3gv) Jnauadns juswaublasug
| @p anbiydeibollqig sousby re GZoz ‘0T aunc uo /wod (wg uadolway/:dny wols pspeojumod "6T0Z AN 62 UO £2£/20-8T0Z-Uadolwa/9eTT 0T se paysiignd 1s1iy :uado rING

36 elements within each intervention separately. Each intervention was complex and included multiple
components. In total, the interventions included 12 different components, used in a variety of
39 combinations (Table 3. All interventions included regular contact or follow up appointments with the same
41 health care professional (relational continuity) and the majority included liaison between medical teams

(informational continuity) (86%, n=6).
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R - relational continuity
I - informational continuity

MDTs — multidisciplinary team meetings
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Table 3. Components of eligible interventions S
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5 |23 | &8 23 | & o 23 oo
Q (1] () _—
= = - 3 |l s | = 3 v o
< S S | B = o
5@ 5| 5
a3 = o
-~ D
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Care coordinator identified R&l X X3 X 4
Sharing care plan with other professionals R&l X X :""-’g“ X X 5
Contact with same professionals out of hours R&l 2= X 1
Initial patient assessment conducted by coordinator R&l 2 s X X 3
Regular contact / follow up appointments with the same health care professional R&I X ® >3 x X X X 7
Patient selects which professional acts as their coordinator R g m 2
Regular telephone contact with coordinator/identified nurse R X BT L X 4
One point of contact identified for patients R X S X X 4
Initial medication history interview and medical reconciliation conducted I = 2
Liaison between medical teams I X )%J' X X X 6
(MDTs, case conferences) 2
Education for health care professionals to promote buy in to intervention/ promote | | X » X X 3
. A =}
continuity a
Creation of a (new) care plan / database/ report I X X 5 X X X 5
2
@
[¢]
>0
>
=4
o
Q
@
iz
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vs)
1 =
2 @]
3 . . N 8
. Impact of interventions upon identified outcomes =
5 Due to the heterogeneous nature of studies it was not possible to conduct a meta-analysis. A narrative @
° 2
7 summary of the findings of interventional studies, with regards to preferred place of death, hospital g
(%]
g admissions and satisfaction with care is provided. 5
o))
10 o 2
1 Place of death S o
12 2 B
13 . . . g . . . . Q 3
1 Over half of interventions identified explored impact on place of death (n=4, 57% interventional studies) z S
< =.
15 37,40-42 Two interventions 3742 reported a positive impact on facilitating preferred place of death while this 8 -(80
16 S 35
17 was difficult to assess in 2 interventions due to a lack of comparator or limited information being reported. a 'B
> P
B No studies described a negative impact, or a decrease in the number of deaths occurring in the preferred = 2
o X
20 locations. g 8
21 3 o
22 (i >
23 Preferred place of death was achieved for 91% of patients (92 of 101 participants for whom this was g n
c
<
24 known) receiving care from the “Hospice Assist at Home” intervention®?. Patients receiving care ‘é én&
25 SO N
26 coordination from a GP registrar were more likely to die at home than control participants (OR 0.41 (95%Cl %‘g E
27 T2
28 0.20-0.86); P = 0.02) in Mortel et al’s (2017) intervention. gg 1
==
29 503
c
30 O’Connor et al (2016) report that preferred place of death was achieved for 59% of participants that died 028
31 =13
32 during the study period (20/34 participants). In the absence of a control group, the authors compare this Zg =
&1/-\0
gi to figures from the wider Australian population which state that 14% of those that wish to die at home, g 53
=M=
]
35 do so. Morris et al (2017) did not report preference for place of death?®:. g‘(-n’-i
36 - °
37 > %
38 Hospital admissions 33
39 =N
>
40 Six studies explored the impact of intervention on hospital admission rates 3641, The majority 374° (n=4) i %
41 S5 o
42 described a reduction in avoidable hospital admissions for people enrolled in interventions. In two studies j 3
43 o . e . : . 3 S
44 a lack of comparison information makes this difficult to assess, although no interventions describe = 2
= c
45 increases in hospital admissions. g o
46 R
47 . . o . . . . . S
48 The four studies reporting a reduction in hospital admissions utilised the following types of intervention; 8 §
@
gg care coordination by a GP registrar 37, a nurse practitioner?, a specialist nurse3 and an intervention to 2 Q:’;*
«Q
51 improve care transitions including post-surgical follow-up calls and mandatory early follow-up %
52 o
53 appointments with oncology teams®. A number of limitations were observed including differences W
O
g;’ between the control and intervention groups at baseline3’, small sample sizes3® and lack of pre- g
o
56 intervention data“®. S
57 g
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While Morris et al (2016) report that 90% (70 out of 78) of care home residents desiring a palliative course,
enrolled in a model of palliative care consultation were never hospitalised, the lack of comparison data
make conclusions difficult. Seven participants were hospitalised over the course of the intervention,

despite orders for no hospitalisation, although this represents less than 10% of the sample.

Edwards et al (2014) relied on participant-reported healthcare utilisation to assess impact on hospital
admissions. While participants were enrolled in a seamless care programme, other sources of medical

care were still sought. Data from the control condition was not reported.

Patient satisfaction with care

No Interventional studies measured the impact of the intervention on patient or carer satisfaction with

care.

Qualitative synthesis — patient experience of continuity

The impact of experiencing, or not experiencing continuity of care was explored via qualitative studies.
The views of both patients and their informal carers are represented. Barriers to achieving continuity of
care and continuity facilitators were identified. An overview of these barriers and facilitators are

presented in table 4.

Table 4: The barriers and facilitators to continuity in the provision of palliative care, and the impact of

continuity on patient and carer experience.

Barriers and facilitators of continuity Impact on patient
Barriers to continuity Impact of poor continuity on patients and carers
e  Structure of systems e Impact on care
e Fragmented services e Difficulties and delays in accessing
e Multiple professionals involved support
e Lack of information sharing e Care plan is not clearly
e Between primary and communicated to patients

secondary services
e limited access to medical | ® Impacton patient and carers

records e Emotional impact
e Additional burdens
Continuity facilitators Benefits of continuity for patients and carers
e One point of contact - care coordinator e  Patient feels “known”
e Multidisciplinary working e Patient is confident in care
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vs)
1 s
2 @]
3 . o 8
. Barriers to continuity 2
5 @
6 “We were never quite sure who was in charge of all this business, so who was in charge =
O
; of it all?’ — patient 4 %
9 o
10 The fragmented nature of services and the number of professionals involved made it difficult for some . &
= B
11 . . . . . . . e ©
12 patients to navigate services** 473033 decipher who was responsible for which aspects of their care** >° T =
- w
@
13 and ultimately access support. This appeared to be amplified outside normal working hours** 4730, In g g
14 < 3
15 addition, a lack of information sharing, both between services, and between services and patients left g 3
16 . , . . g 3
17 families feeling frustrated and unsupported** 4> %0, Disbelief about the lack of access that professionals E B
> P
18 had to their medical records was expressed in several studies4 4548, 50,52,53 -2
19 2 8
20 - . . 5 8
21 Impact of low continuity on patients and families 5
«Q
22 - 2
23 A) Impact on care e n
[
<
;g (i) Difficulties and delays in accessing support ‘é én&
- SS 2
27 “You’re trying to navigate it and you’re dealing with so many agencies and you don’t g%’ g
~® O
;g know which way to go sometimes. They’re very good in that particular sphere in that °=%g
Dn=
Vi . ey . ; . . ?i c O
2(1) they’ll try and help you as much as possible, but it’s so — | didn’t realize it was so %g %
O
32 complicated to die, | didn’t, honestly. | thought it’d be a fairly simple job, but it’s not, QE =
&1/-\ o
gi it’s not” (P2, 61- to 70-year-old male patient). 4° g 53
35 S08
S
36 Participants described a significant impact on their experiences as a result of the lack of informational and o - g
>
7 . L . . . . - W . = 3
28 relational continuity. Patients and carers described difficulty in navigating the numerous services and 3 3
@
2 0
39 multiple people involved in their care** 475053, Many described uncertainty about how?** >° and when>° 4> = g
40 e 2
41 to access support. A lack of confidence in out of hour’s services was also described?** 4730, g8 9
o
42 @ §
ji ‘If anything goes wrong during the night, weekends, they were dreadful times because % 2
= c
45 at weekends the NHS more or less closes down, and you can go and sit in A&E, Fg’ 3
46 EJS
47 somebody’ll come and see you after about half an hour and take some details, but then 3 o
o o
N
48 it’s about 4 hours wait then, and if you’re sat there in pain it’s a hell of a long time.” — S o
49 3 =
50 patient 44 Z
51 g
52 . . . 2
=3 As a result of such concerns and experiences, delays in seeking support out of hours were commonly g
54 described. Delays were connected to the lack of confidence in services (due to a lack of relational and 5
55 Q
56 informational continuity) as well as uncertainties around the legitimacy of their need* % and concerns 3
>0
57 =
[
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about putting additional strain on the health service, which they perceived as stretched?*>*°. Thus patients
described waiting until they could speak to a professional who was familiar with them and their needs
before seeking help. This resulted in many patients enduring unpleasant symptoms whilst they waited to

contact their regular care providers, which was also disturbing for carers* 4> 48 30,

“...Um ... so, no, in the end | decided there wasn’t anybody, really, who could help me,
(IV: Mmm), so | didn’t call anybody, | just sent my nurse a text and just hoped I’d survive

the night. And I did [gentle laughter from P].” Patient *°

(ii) Care plan is poorly communicated

The lack of consistent communication, and difficulty in accessing support meant that often, it was hard
for patients to build up a clear picture of their current status*®* 2. This ambiguity left patients feeling

unsupported and unclear about what the future held for them.

“We’re waiting to hear from them, the [regional hospital], they said a week or two .. .
it’s actually three weeks [now] .. . | know they say no news is probably good news, but

waiting is the worst part. You just want to know how long you’ve got” Patient >?

The inability of all services to access a patient’s medical records complicated care and was a source of
much frustration and led to periods of unnecessary stress and discomfort. This again, was particularly
pressing outside of normal working hours and necessitated much repetition of information and

contributed to a reluctance to access out of hours support 44 45 48 50

“Well by the time you phone one person and you try to explain to them that you’ve got
a growth inside you and it’s bothering you and you’re in a lot of pain and stuff, then
they have to go and get somebody else to phone you back and you have to wait a long
time ... eventually they do phone you back ... and then you’re in absolute agony on the

phone.” Patient 48

This was compounded by a lack of consistency in symptom management, with different professionals
suggesting different approaches** 47- 52, This was sometimes described as a result of delayed or irregular
medical reviews with specialists, or the lack of coordinated approach to care. This had a negative impact

on both patients and carers®%>2,
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1 s
2 H
2 “They took a lot of tablets off me [in the hospital], and my doctor [GP] went mad, =
5 because they shouldn’t have done ... I’'m back on all my old medication now ... they @
° 2
7 shouldn’t have changed it.” Patient >2 =
(%]
: 3
9
o))
10 o . . . e B
1 In addition, in the absence of a coordinated approach meant that the care patients received was often S S
) =
1; not streamlined with repetition and multiple appointments within the same location, within the same % Q
o =
O
14 week often taking place?? %, g 32
o) o
15 o T
16 g 3
17 ” she says he is down at the same department three times in a week and he could be = B
> P
18 done in one day. Each of them that, the Sister, the Nurse and the anticoagulant clinic. - g
19 3 N
20 She says it’s the same building and yet he has got to go three times daily, he’s got to g %
21 5 »
2 go three times a week, different days.’ Carer 43 é S
23 2 3
24 Further consequences of this lack of continuity were that some families described being unaware of 2 g”§
25 28
2% sources of support (for example additional financial support or additional out of hours support), which %g§
S ©
=~ @ .
;é could have been beneficial for them**47-50, Patients felt that some professionals presumed that someone 3% o
CEE
29 else had already provided them with this information, A lack of continuity meant that gaps in information § n %
30 =59
31 provision were sometimes left unfilled*”- >0, Lo
agpo
32 ot =
lg—Jf/-\o
33 “I was surprised in retrospect that | hadn’t been told that [about Out-of-hours g > 3
34 Zma
35 service]... perhaps they thought | knew... [Would have been less worried over the years gi@g
Q- T
;? if I’d known]” Patient °° > 3
-~ O
38 5 o
39 The lack of informational and relational consistency experienced by patients and families negatively = el
40 : : : . : : . : : : e 3
a1 impacted their experiences of care, with patients enduring periods of great discomfort in order to wait 2 @
o
42 until they could seek help from a professional that was familiar with their needs, and with whom they felt 7] §
43 3 5
44 confident and supported. p <
— ]
45 T o
46 % o
47 B) Impact on patient and carer experience 3 B
48 a
49 (i) Additional burdens 3 =
50 &
51 Taking on the role of coordinator o
o
g; Due to a lack of informational continuity between services, patients and carers took on additional g
2
54 administrative burdens or duties to secure a coherent approach to care management** 4751 53, patients 5
55 Q
56 and carers described having to take on the role of “coordinator” as services did not seem to be effectively 8
>0
57 g
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sharing information with each other. This was experienced as stressful and time consuming.

“It was up to me to contact her [the hospice nurse], and this is what people say, if you
need any help ring, but it’s an extra thing to do, to organise your own kind of help is an
extra thing to do, and in the 24 hours you don’t have much time or energy for extra

things” Patient 4

Some carers described an “unspoken pressure” from health care professionals to become “semi-
professionals™3. This was also a role that many people did not want, patients were often too tired and

carers preferred to concentrate on spending quality time with loved ones*.

“I mean our own GP obviously knows Dad’s case inside out, but there must be a way
where the [out-of-hours] doctor can access at least a recapped version of what’s wrong
with him you would think he had to tap into his computer and access everything but,
you know, he went solely on what | told him when we went in. So that to me was

strange.” Carer %°

Feeling vulnerable or out of control

In addition to the more practical impacts of low continuity (both relational and informational) significant
emotional impacts for patients and families were reported*> >°. Many carers reported feeling vulnerable
or out of control when they could not access advice or support from a professional who was familiar with

their history and needs.

“And | remember thinking, I’'m vulnerable, my wife is in pain and we want a service
and, and | have to ring up this person — ‘The doctor will contact you’! What, tonight?

Tomorrow?” Carer 4°

For patients, a lack of relational continuity meant that they could feel alone and unsupported.

“All | wanted was a voice to recognize me, um, or, or a voice to recognize what | was
doing and say, there, there, [name], that’s OK, I’ll speak to you tomorrow, I’m aware
of what’s wrong with you, um, and that’s fine. And really, the only voice who could do
that would be [name], my, my nurse, um ... but obviously she switches her phone off, |

think she [finishes her shift] at 5 o’clock...” Patient *°
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1 s
2 @]
3 o 8
. Continuity facilitators =
5 In response to the fragmented nature of systems, patients and carers agreed that it would be beneficial @
° 2
7 to have one point of contact for their queries and concerns** 485153 Some participants suggested this role =
(%]
g could be occupied by a GP* 33, while others felt that the qualifications of the individual were less 5
o))
10 important than their ability to be a consistent source of advice, signposting or support*. Furthermore, to 2
1 o ©°
12 truly promote continuity the need for multidisciplinary teams was highlighted. 3 E
13 g 2
14 < 3
o
15 Benefits of continuity for patients and carers § i
17 a) Feeling known a
> P
18 . L . .. “ . -
19 One of the most positive aspects of continuity from the perspectives of participants was that of “feeling 5 9
RN
20 known”, which was represented in a number of ways. “Feeling known” was related to recognition of who s §
21 =
o
22 the patient was as a person, being listened to and having the professional demonstrate their ability to use (?; z
23 - ©
24 their knowledge of the individual to recognise and act upon their suffering in a person centered manner* & m QZJ
@D >
n n<
25 46,48-50 \Where this level of relational continuity was achieved, it was highly valued. zon
26 TERe
27 ) . 830
28 Yes, there was a nurse, a man, who came last week and took some blood. And | think 52 g
— - 3
;g he has been here once or maybe twice before. So, he asks me, how is your eating? %‘é’g
Lo
31 Because I’d had problems last autumn, | lost a lot of weight. .. . | think it is fantastic 3=8
32 ot =
33 that he remembers. ... They care about the little things, ask how I’'ve been over the %3‘;%
4 . e EREEs
; 5 holidays, what I’'ve done, and so on.” Patient % She
S
36 Q- =
37 Another aspect of “feeling known” that was appreciated by carers in particular was the ability to notice pd %-
38 . N . . . . S ©
39 small but potentially significant changes in a patient that could only be achieved through consistent = g
=1 o
40 interactions**46:4°, In addition, for patients being cared for at home, families felt more comfortable when i %
41 S5 o
42 they had developed a relationship with health care professionals. > 3
43 3 S
Q (&
j;’ “but it would be wonderful if one nurse could concentrate on a case because you would gj =
(¢} @
[¢]
46 have that continuity and they would notice changes and things and it would help them S 5
> &
47 S N
48 and probably help the family in that it isn’t a different person every night and you’re S §
2,
49 having to explain where the coffee is and what to do, but | know it isn’t practical @ &
50 >
«Q
51 because they have to have time off. But if it were one person, or even two, because we %
52 o
53 did have several different nurses.” Carer 4 @
54 %
55 b) Feeling confident in care E
56 =
57 =
c
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Continuity in all of its forms, bolstered a sense of confidence in both care providers and the care plans

developed for them?6 425053 patients described feeling confident that their team could support them.

“There’s nothing worse than feeling that you are on your own and there’s no
support and like it’s the unknown. When you know that you can pick up the phone and
at the other end are experienced professionals and they are like tuned in and that in a

matter of minutes you can have assistance. That makes all the difference”. Patient 4°

The ability to contact a team that could respond quickly and appropriately was greatly appreciated by
patients and carers and went some way to alleviating some of the anxiety associated with supporting a

loved one with palliative care needs.

“ ... it happened in a few hours. He got a high temperature... but they came straight
away and stood here with the doctor on the phone, and it felt like “Yes, they’ve got it
covered.” That felt like WOW! ... They came for this and supported us, and that was
great since ... It almost caused anxiety before [enrollment in SPHC] to have to call the
healthcare center. ... No one [there] has the complete picture, and no one knows us. ...

No continuity.” Carer 4°

Discussion

Summary of findings

This mixed methods rapid review explored the impact of continuity for patients receiving palliative care.
The limited quantitative evidence reviewed indicated that improving continuity of care may be related to
reduced hospital admissions and achieving preferred location of death, although this review does not
provide conclusive evidence of this.

Poor continuity was described as related to delays and difficulties in accessing care and increasing the
burdens experienced by patients and carers. Patients were often left feeling vulnerable or unsupported
without a clear understanding of their care plan and how to access support. In contrast, when patients

experienced good continuity of care they felt confident, known and supported by care providers.

Comparison to other literature and the wider context

Many of the facilitators for continuity for palliative patients identified in this review (having one point of
contact, and strong multidisciplinary working and information sharing), and the perceived benefits of

continuity (accumulated knowledge) were identified in a review of the impact of continuity for patients
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. with a range of conditions 2. Waibel et al (2012) note that continuity could be enhanced when patients =
5 take an active approach to the management of their own care. In the current review, in palliative care, @
° 2
7 participants and carers experienced the need to adopt the role of coordinator as burdensome and g
(%]
g unwelcome. This may reflect both similarities and differences in how to promote continuity for patients 5
o))
10 with different conditions and at different stages of illness. 2
1 o ©°
12 . . . o - . o o S
13 The impact of poor informational continuity for palliative patients was highlighted in this review. g g
O
14 Retrospective studies highlight potential strategies for promoting continuity for this group, including ‘g %
15 o T
16 electronic information sharing. Electronic palliative care coordination systems (EPaCC systems) >* have 2 %
17 . o . . - . z 3
18 been suggested as useful in promoting information continuity for palliative care patients, although further % E
_ 'o
19 work is needed to develop and test such strategies. a R
20 c @
21 s B
22 This review also highlights the importance of relational continuity for palliative care patients. Q S
o N
- ©
;i Informational continuity is clearly important, but in isolation may be insufficient to achieve optimal cmZ
oS
<
25 patient outcomes or experiences. The importance of “feeling known” by health care professionals was g 8-8
26 Q—J‘g =
27 clear in this review, both for the emotional and physical wellbeing of patients (in terms of delaying access g%’ g
~® O
;g to out of hours services). These benefits have been described in previous research within palliative 22§
DW=
X c O
30 populations®®. gg 2
31 D_(:I;'g
32 ot =
33 Despite evidence of the beneficial impact of continuity of care on both patient outcomes and experiences, %g%
o

34 continuity is not “built in” to interventions in the same way as other aspects of health care delivery®®. The 2 m =
35 ENGge!
> =
36 number of retrospective studies in this area suggests that continuity is currently considered more of an 5;' CBY
37 zZ 5
38 outcome than an integral part of the health care process. This needs to be addressed. While there are 3 %
5 3
23 undoubtedly methodological challenges in exploring the impact of interventions designed to promote g g
41 continuity, this is an area in which future research is needed. It was also interesting to note that no ga’ 8
42 3
43 guantitative studies included measures of patient satisfaction with care. Given the themes identified in g S
= (&
j;’ the qualitative data, highlighting the positive impact that continuity had on their experiences of care and gj =
(¢} @

[¢]
46 support, this is perhaps something to be considered in future studies. R
47 S N
48 o o . o . & 5
49 Continuity of care is difficult to deliver, and can be hard to measure, but is vitally important to patients. o
g? Relational continuity provides the context upon which to build individualised care plans for patients, that %
>S5
52 in turn, requires informational and managerial continuity between services to be effective. Improving 3
53 @
54 continuity in palliative care may not remove every negative experience for palliative care patients and =2
o
55 their families. However, the contrasts in reports of patients who had, and had not, perceived continuity %
% :
Q0
c
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in their care in this review demonstrate the beneficial effects that continuity can have in terms of feeling
safe, known and supported. While continuity may not be the panacea for all the challenges in providing
high quality palliative care, we believe that good continuity, in a range of forms, can go a long way to
improving a difficult time in a family or a person’s life. We acknowledge that where continuity is more
integrated into care, or where elements of interventions are not identified as continuity facilitators, they

may not have been included in this review.
Limitations

There are a number of limitations to this review that warrant consideration. This rapid review was
completed within 12 weeks and only research published within the last 10 years was included, grey

literature and the views of health care professionals were not included.

Half of included studies were conducted in the UK. We acknowledge that patient experiences are shaped
by the health care services and structures of the country in which they are receiving care, however aspects

of the experience of both good and poor continuity may transcend national borders.

Defining which interventions should be considered eligible for inclusion in this review was a challenge
given the various definitions and approaches to continuity found in the literature. Consensus over
whether an article was eligible for inclusion was assessed through consulting the full text articles, referring
back to the definitions of continuity outlined in Haggerty et al’s review 2 and discussion amongst the

research team.
Implications for future research and practice

The development of future interventions to improve care for palliative patients should consider how
strategies for promoting both information and relational continuity can be embedded within
interventions, and subsequently health care, alongside robust methods to measure the extent and impact

of continuity achieved.
Conclusions

The impact of poor continuity and the potential benefits of improved continuity highlighted in this review
add additional evidence to the body of literature calling for increased efforts to promote both

informational and relational continuity for palliative care patients. Methods for enhancing, and recording
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z continuity should be considered in the design and development of future healthcare interventions, across =
5 the lifespan. @
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Figure 1. Data extracted from eligible studies.
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Figure 2. PRISMA Flow diagram outlining study identification, screening, eligibility and inclusion.
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