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StChristopher’s
Aims of the research

To learn about Palliative Day Care (PDC) from the
perspective of those using the service

— how they experienced the service

— what value they placed on it

— how it related to their lives and their experience of living with

a progressive and life threatening condition

« To explore whether patient experiences varied between
services

— if so, for what reason(s)

— in the event of a common experience, to examine it, describe
It and consider it in relation to other stakeholders experience
of PDC

— to consider these experiences in relation to the various
models of PDC
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The Chosen Approach

« Astudy of 2 day care services over 11 months in total (plus
a pilot):
— Using case studies

— Using qualitative methods of data collection: observation,
Interviews, examination of documents and a focus group

— Interviews undertaken with a variety of stakeholders of
the service, starting with patients

— Data collection and data analysis undertaken
concurrently to build a picture of the services studied
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Gathering the data within each

case

Building a picture

of each service
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Learning through iteration
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Building the findings

“Construction of Day Care 1

Construction of Day Care 2

Interpretation regarding
PDC from the perspective
of those using the service
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Outcome of my research

 Great learning about the value of case
study as an approach

 Interesting findings about PDC in general

o Alternative perspectives on some long
term conundrums about PDC

« Some valuable insights into the more
complex aspects of that service eg why

discharge Is so difficult
bt =z
e But... little impact on practice.
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Finding answers from other g

projects..

« Description of four research projects that
have really shaped practice in hospice care

* My reflections on what made them so
valuable

* Thinking further about the shape of new
research projects that could have similar
Impact

« How researchers, managers and practitioners
need to work together to achieve this
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Four projects:

1. Compassionate neighbours programme
In East London

2. Heart failure project in Bromley
3. Support for care homes in SE London
4. OACC and C Change across the UK
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Project 1: Evaluation of
compassionate neighbours in East
London

Doctor in training in palliative
medicine

PhD student registered at
University of Edinburgh

Previous experience of working in
Kerala

Libby Sallnow



Research guestion

What are the impacts that arise from a public
health (health promoting) approach to end-of-life
care and what processes support or impede each

of these?
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Research approach

e Exploratory mixed methods study
e Congruent with the principles of the project
 Flexible — open to unanticipated outcomes
*Engaging a wide range of stakeholders

e Ethical approval through University of Edinburgh
eParticipant researcher perspective

*Analysis: modified grounded theory (Charmaz
2014)
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Methods

e 17 in depth interviews

e 7 staff members, 7 compassionate neighbours, 3
community members

 Participant observation
°]12 events

e Documentary analysis

*Policy documents, marketing, meeting minutes,
service use data

r"- St Joseph's
Hospice




Results

1. Impact

2. Facilitators

3. Barriers

St Joseph’s
Hospice
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Changed
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2. Facilitators

Facilitators
4 Y )
People unite in a common vision Model based on mutuality not
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3. Barriers

Not a standardised
intervention

Personality dependent

Clinical
individualised
approach

Population Charitable
approach approach

St Joseph's
Hospice




Conclusions

Significant impacts for communities involved

empacts seen beyond EolLC and traditional
beneficiaries

*Beyond befriending — different model yields different
results

|ssues of social isolation, connectedness, ageing
beyond palliative care

eQuestions of whose responsibility

*But can only be tackled by whole community
approaches

*Value in adapting projects from other contexts

fwmd St Joseph's
l"” Hospice
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Project 2: Feasibility study of a case

management approach delivering
palliative care for people with heart
failure

Consultant nurse in heart failure

Working at St Christopher’s
Hospice

Previous experience of working in
a local CCG and community
nursing services

Mary Brice



StChristopher’s
Aims and Objectives

— Testing the research methods (recruitment &
data collection) to evaluate a heart failure
palliative care case management intervention

— Defining, testing and modifying the
Intervention

— Assessing potential impact of intervention
— Economic assessment of intervention
— Impact on professional cultures
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Method

» Stepped wedge randomised trial: phased intervention at 3
month Intervals.

e Intervention: case management by heart failure palliative
care nurse (HFPCN) or usual care by Bromley Care co-
ordination center or GP

 Entry criteria: Advanced heart failure, high symptom burden
 Recruitment period: June 2014 — April 2015

e Research Follow-up — 12 months —-maximum 378 days,
minimum 22 days, mean 183 days



T1

T2

T3

T4

Cluster 1: n=20

Received intervention n=18

Died = 2

Received intervention n= 10
Died n=1 Withdrawn n=1

Received intervention n=6
Died n=1

Received intervention n=3

Died n=0

Assessed for eligibility: n=103

StChristopher’s

Excluded (n=56)
» Did not meet inclusion criteria (n=50)
» Declined (n=6)

Recruited: n=40

Cluster 2: n=10

Cluster 3: n=10

Allocated to UC n=7
Diedn=3

Received intervention n=4
Died n=3

Received intervention n=4
Died n=0

Received intervention n=0
Died =1

Allocated to UC n=8
Died =1 Withdrawn n=1

Allocated to UC n=6
Died =1 Withdrawn n=1

Received intervention n=5
Died=0

Received intervention n=2
Died =1
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Intervention: Heart failure palliative care case
management

* Home or clinic (hospice) visit
* Individual needs assessment and care planning
 Holistic case management in partnership with GP

Co-ordinated care: cardiologist & palliative care/hospice
team

MDT meetings
Full menu of hospice services




StChristopher’s
Results

« 27 male and 13 female patients (mean age 84 years, range 60-99) were
recruited.

* Integrated Palliative care Outcome Scale scores, compared with an age-
gender- matched specialist palliative care population, demonstrated
significantly higher levels of:

— fatigue (mean score 2.6 v 1.9, p=0.01),
— poor mobility (2.75 v 1.6, p= 0.00),

— drowsiness (2.03 v 0.6, p=0.00),

— breathlessness (2.2 v 0.9, p=0.00),

— sore/dry mouth (1.4 v 0.6, p=0.004),

— depression (1.4 v 0.5, p=0.002)

— not feeling at peace (1.6 v 0.9, p=0.02).

e 67% (95% CI 49-79%) were severely/overwhelmingly affected by poor
mobility and 50% (95% CI 34-65%) were affected by weakness/fatigue in
the previous week.

* In qualitative interviews (8 patients, 6 carers and 2 joint), patients sought
heart failure care critical for optimal symptom control, and whilst realistic
about the limitations of therapies, wanted parallel support to prepare for and
manage future deterioration.



StChristopher’s
Conclusions and implications for

practice

 People with advanced heart failure have
considerably greater needs than an age-
matched palliative care population.

 They have realistic expectations about
Interventions available but identify practical
support and appropriately skilled healthcare
teams as important to their care.

 Professionals skilled in both heart failure and
palliative care interventions in an integrated
service model are needed.



Julie Kinley

StChristopher’s

Consultant nurse

Worked closely with Jo Hockley
who had initiated this work

Passionate about care homes

Continues to work with care
homes post research
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Overview of research

e Cluster Randomised Controlled Trial (CRCT) examining the
effect of different models of facilitation when implementing
GSF in Care Homes

« Commenced in 2009, building on the previous work of
Hockley (2006),(2010) which identified the importance of both
‘high facilitation’ and ‘action learning’ when implementing
change in nursing care homes.

e Twenty-four nursing care homes formed two intervention
groups. Both groups received high facilitation as they
Implemented the GSFCH programme within their nursing care
home whilst the managers of one group additionally received
nine months of action learning.

* Fourteen nursing care homes acted as a third observational
group and received the usual GSFCH facilitation available
locally in their area

« Complemented by a mixed methods study considering
process of change within 38 care homes



StChristopher’s

Results:
Demographic detalls — from 2,444 residents

Mean age: 85 years (range 33-107 years)

Gender: 61% were female

The mean length of stay: 20 months with a median of 8 months
(range 1-6,393 days)

Length of stay:

— Nineteen per-cent of residents died within their first month of
admission

— Thirty-four per-cent of residents within the first three months of
admission

— Fifty six per-cent died within a year



Comparison of data on DNaCPR; ACP & ICP - 2009 to 2012

Care Home Project Team, St Christopher’s, London

PCT1

PCT2&3

PCT 4

PCTS5

Total

DNaCPR:
2009/10
2010/11
2011/12

43% (n=155)
45% (n=218)
75% (n=214)

41% (n=265)
74% (n=329)
84% (n=284)

68% (n= 384)
75% (n= 435)
86% (n= 492)

54% (n=271)
71% (n=397)
76% (n=361)

52%
66%
80%

ACP:

2009/10
2010/11
2011/12

48% (n=155)
62% (n=218)
76% (n=214)

44% (n=265)
61% (n=329)
60% (n=284)

60% (n= 384)
74% (n= 435)
83% (n=492)

51% (n=271)
63% (n=397)
79% (n=361)

51%
65%
75%

ICP for last days:
2009/10

2010/11
2011/12

33% (n=155)
59% (n=218)
70% (n=214)

5.5%(n=265)
30% (n=329)
51% (n=284)

44% (n=384)
60% (n=435)
72% (n= 492)

17% (n=271)
37% (n=397)
59% (n=361)

25%
47%
63%




Comparison of place of death
across nursing care homes

2007-08 | 2008-09 | 2009-10 | 2010-11 | 2011-12 | 2012-13 | 2013-14

Percentage of deaths occurring in nursing care homes

5/% 6/% 2% 6% /8% /% 76%

[n=324 [N=989 [n=1071 [n=1375 [n=1351 [n=1375 [n=1232

deaths deaths deaths deaths deaths deaths deaths
across across across across
71 NHs] 71 NHs] 72NHs] 72NHSs]

across  across  across
19 NHs] 52 NHs] 53 NHs]




StChristopher’s
Conclusions

* Proportionally better outcomes with high
facilitation and action learning but not
significant

 Completion of eolc programme significant
with high facilitation.

« Care homes need to learn at individual,
organisational and cross organisational
levels. Completion of eolc programme
enabled with this process.
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So, what made the difference to
some of the researchers?

Being part of a research community

Having access to people who have done
the journey before

Having opportunities to talk regularly about
progress and challenges

Making regular presentations

Being forced to think about the
iImplications

Being able to write with others who have
expertise/experience of doing so



Project 4: OACC

Measuring outcomes
to improve care

StChristopher’s

A team of researchers led
by Fliss Murtagh, working at
the Cicely Saunders
Institute

Linked to the C-Change
programme

Building on historical work
related to measuring
outcomes
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Reasons for St Christopher’s to engage In
OACC

Are our patients
really becoming

more complex in in institutions .
to confirm our hature or are her th relatlvef value
other than of the different

there other
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overnment reasons for the P = services we
2 ! do we justify orovide?

.. increasin
commissioners burd A ffgf | our costs?
urden staff fee
and others

in their work?

How do we
move beyond
thank you cards

If experience of How do we
EOLC is similar explore the
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OACC — the history

POS

}
OS5
+

POS -S

— outcome measures suitable
- IPOS - for adults in receipt of

APCA

palliative care
African
POS

+
E

And more planned eg IPOS DEM....
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OACC In practice

e Data being collected in Data collected between Jan
community, inpatient and  and July 2016:
care home settings on: « 2,465 patients

» Phase _Of lliness « 3,023 spells of care

» Australian Karnofsky « 4,915 Phases of illness

performance Score

 |IPOS — measuring
symptoms and problems

 Views on care
e Barthel — ADL
e Zarit carer interviews
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What do we collect and when?

Monitor phase of illness daily or with each contact

Beginning of
spell

Phase of illness AKPS AKPS AKPS
AKPS IPOS IPOS IPOS
IPOS
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Phase of lliness in St Christopher’s
patients

Phase of lliness as patients enter service
(distribution by first Phase)

community (n=2525)

inpatient (n=494) g

percent

B unstable
B dying

B siable
B deteriorating
P deceased
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Phase of iliness by Phase number within spell -
Inpatients

Phase of lliness by Phase number within spell

1st Phase (n=511) &

2nd Phase (n=398)

3rd-6th Phase (n=230) 3 5 S 21

percent

B stable I unstable
B dcteriorating [ dying
PN deceased

inpatients




Phase and AKPS

AKPS

StChristopher’s

Distribution of AKPS by Phase; community and inpatients combined

(all Phases)
stable (n=1100) unstable (n=1233) deteriorating (n=1238)

1004 © o} 0f
90 6 1

801 11 2 1
704 15 11 4
60- 26 24 14
504 19 24 22
40 8 18 20
304 5 9 17
201 10 11 21
104 © 1 1

0 0 0

dying (n=462) deceased (n=882)

100

90-

80+

70

601 O

501 ©

404 1

301 6

20- 33

10+ 59‘

0- 100 I

red numbers indicate percentage
0= deceased; 100=perfect function



StChrlstogIS\er’s

% of patients who had moderate/severe/overwhelming proble
at the start of Phase and had improved by the end of Phase:
Community

Improvement in IPOS items - by end of Phase

pain (n=174)

sob (n=117)
weakness (n=281)
nausea (n=31)
vomit (n=21)
appetite (n=166)
constipation (n=78)
mouth (n=53)
drowsiness (n=142)
mobility (n=259)
anxiety (n=133)
family (n=202)
depressed (n=73)
peace (n=106)
feelings (n=70)
information (n=51)
practical (n=54)

percent

47 I —

53 [ —

28 [I—

S8 [ —

8.1 I —

40 I
65 I
68 I
38 I
24 I
51 I
3
67 I
44
59 I
71
76 I

all community patients
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% of patients who had absent or mild problems at the start of
Phase who did not deteriorate by the end of Phase: Community

No worsening in IPOS items by end of Phase

percent
pain (n=195) 53 I
sob (n=253) 64 I
weakness (n=85) 20 I
nausea (n=314) 80 | —
vomit (n=335) 87 I—
appetite (n=191) 47 I——
constipation (n=281) 67 I
mouth (n=298) 66 I
drowsiness (n=214) 44 I——
mobility (n=104) 34 I
anxiety (n=94) 52 I
family (n=49) 11
depressed (n=145) 61 I
peace (n=104) 55 I
feelings (n=145) 52 I —
information (n=155) 65 I
practical (n=172) 67 I

all community patients
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Symptom reduction and functionality

Individual change in Barthel dependency scores
between T1 & T2, N=377

|
10 LR
Change n M
garthel o MMULLAMEEAECAERRANCHIN oot m
Score HH |
Falling score = increasing dependency
Y-axis reversed so those on left are getting il

s worse, those on right improving
More are getting worse than getting better,

0

change in
total IPOS o
score

g

0

Community patients

Individual change in total IPOS scores
All patients, N=202

Each individual bar represents a patient.
Scores are negative (below the x-axis) if |
the total IPOS score reduces (less

symptoms & concerns) between T1 & T2, i
above if it increases [

i

— HH‘ ‘ ||H||_|||||.||--|||||II||H|u...
1] e Over 50% of all patients have an
(18 improvement in total IPOS score,
‘ despite advancing illness

Median change score - 1 Mean change score — 1.12 (SD
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Using the data in practice

 Identifying which of our services Is best for
people seeking help from the hospice,
according to phase of illness and symptom
burden

 |dentifying links between models of care
within the hospice and different outcomes

 Engaging with our commissioners to
establish an outcomes based contract In
the future



StChristopher’s

Further work anticipated

Improving the quality and completeness of
our data

Considering benchmarking with other
hospices about levels of improvement and
prevention of distressing symptoms

Using tools as part of the assessment and
development of care plans of individuals

Using scores to communicate effectively
netween professionals and professionals and
patients/families

ntegrating learning from OACC and C
change In practice
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Reflecting on what made these
studies so valuable

 All have answered troubling and significant
guestions facing practitioners. They arose
following reflections in/on practice

 Those doing the research are passionate
about Its subject

 Those leading the research all have an
Investment In integrating findings back into
practice
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What about the most successful?

 There Is evidence of incremental learning
— the studies build on previous research
and take the learning one step further

 There Is a strong working interface
between researchers and individuals
Interested to test the findings In practice

e The links between research, education
and practice are established and each
contribute to the other
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Examples

ING'S euK
College
LONDON

A framework supporting
hospice staff to flourish
in stressful times

Cuvvent and futuve
needs fov hospice cave:
An evidence—based vepovt

Matalia Calanzani, Irene ] Higginson, Barbara Gomes

The first steps

| Point of Care

help hospices establish ~
January 2013 heople with dementia, hope [or home
lies and carers N o —
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Final thoughts

Evidence guiding our work and important
decisions In the future remains poor

The contribution of research by individuals
who have worked in hospice and palliative
care can be particularly helpful as they know
what we don’t know!

Where people can work together to
strengthen and broaden knowledge
significantly, this iIs most valuable

Even if you don’t go on to become an
academic, the learning from being a
researcher is a fantastic skill...
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Final words

“Research is something of an
investment for the future; without
research we cannot sustain high
quality hospice care into the

Research in [?Allidtiue, CAYE: future. If we are to understand
AN ko-spm Affofd not how to deliver best care in the
to be involved 2 context of an ageing population,
e changing patterns of disease, an
sl bl o increasing range of treatment

options, and limited resources, we
absolutely need research to tell us
which hospice based interventions
- " are effective and how they work

S and which models

of care are best, and whether they
are both effective and cost-

. Professor Sheila :
. e S effective”

hospice | “Haspice Or Mty Tormer
i ; DrLiz Rolls

R October 2013 Fliss Murtagh. Foreword

b p—
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Thank you

H.Richardson@stchristophers.org.uk
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