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Better care at the end of life
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The Children’s Palliative care Outcome Scale (C-POS)

Prof Richard Harding on behalf of the C-POS research group
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Outcome measures EONDON

* Outcome measures assess the change in health or well-being of a
patient and/or their family that has occurred due to intervention by a
health or social care professional

* |deally outcomes are reported by the patient using patient reported
outcome measures (PROMs) where this is not possible patient-centred
outcome measures (PCOMs) are used as they allow for proxy-reporting
(i.e. by parent/carer or staff)?!

e PCOMs can also be used to assess the needs of carers

1. Etkind SN, Daveson BA, Kwok W, Witt J, Bausewein C, Higginson 1J, et al. Capture, transfer, and feedback of patient-centered
outcomes data in palliative care populations: does it make a difference? A systematic review. J Pain Symptom Manage.
2015;49(3):611-24.
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Outcome measures in Clinical Practice el

* Collecting patient reported outcomes has several applications in clinical
practice. Data can be used:
* When considered at the individual and group level
« Within and outside clinician-patient interaction?

Level of aggregation of PRO data

Used at the clinician— Individual Group
patient interface Yes Screening Decision aids
Monitoring

Promoting patient-centred care

No Facilitating communication within Population monitoring and
multidisciplinary teams assessing quality of care

2. Greenhalgh J. The applications of PROs in clinical practice: what are they, do they work, and why? Qual Life Res. 2009
Feb;18(1):115-23.
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Outcome measures in Clinical Practice el

* In adult practice outcome measures have been shown to:
* Improve service quality and promote patient-centred care
* Lead to better symptom recognition
* Increase referrals
 Lead to better quality of life3

* Developing a valid and reliable outcome measure for the paediatric palliative
population has been identified as both a research and clinical priority*~this will
help:

e Children and families identify priorities and outcomes of care with clinicians
* Clinicians conduct thorough assessments and monitor outcomes
 Commissioners ensure that commissioning is patient-centred and outcome-based

3Dawson J, Doll H, Fitzpatrick R, Jenkinson C, Carr AJ. The routine use of patient reported outcome measures in healthcare settings. BMJ. 2010;340:c186.
4National Institute for Health and Care Excellence, End of life care for infants, children and young people with life-limiting conditions: planning and management. 2021: London.
>Harding R, Chambers L, Bluebond-Langner M. Advancing the science of outcome measurement in paediatric palliative care. International Journal of Palliative Nursing. 2019;25(2):72-9.
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* The use of outcome assessment tools is important to measure quality and effectiveness of
care.

* The population of children requiring paediatric palliative care services is diverse.

* There are no ‘ideal’ outcome assessment tools validated specifically for use within
paediatric palliative care.

— The domains of generic health-related quality-of-life measures are not relevant to all
children receiving palliative care

— Some domains within disease-specific measures are only relevant for that specific

. PALLIATIVE
pOpUIatlon. MEDICINE
Review Article
Palliative Medicine
Health-related quality-of-life outcome © The Auchorts 016 EIDED
. . . . . Reprints and permissions:
measures in paediatric palliative care: Sgepu co koumaPermsions v
. . . DOI: 10.1177/0269216316649155
A systematic review of psychometric pabsgspubcom

SAGE
properties and feasibility of use s

Lucy H Coombes!', Theresa Wiseman??, Grace Lucas?,
Amrit Sangha? and Fliss EM Murtagh*
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Aim: to develop a family- and patient-centred outcome measure for children and young
people with life-limiting and life-threatening conditions and their families, and to evaluate its
psychometric properties

N

4

* Multi-phase, mixed-methods study
* Including qualitative interviews, systematic review, a Delphi survey, an item
generation meeting, cognitive interviews, and a longitudinal observational study
* Following COSMIN and Rothrock guidance on outcome measure development and
evaluation

Phase 1: Phase 2: Phase 3:
Development ' Validation ' Implementation
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* An expert group of 36 UK-wide clinicians, advocates, and
researchers was convened to elicit views on the domains/items to
include in a person-centred outcome measure, implementation

challenges and requirements for use in routine care by
practitioners.

7 kilg s

Items to be included were: Implementation challenges: Considerations for routine
specific symptoms, education, supporting children and young people use: There is a need for

play and social interaction, to engage meaningfully, that the clear administration and
parental time for partner and instrument could be seen as a 'test' of interpretation guidance and

other children, sex and parents' care quality, raising unrealistic for data ownership/access
intimacy, and sibling wellbeing. expectations, proxy validity. to be agreed.
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Phase 1: Development

) C-POS:UK
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Development: Qualitative Interview Study AL4 Lonoox

Aim - |dentify child and young person, their families, professional and commissioner
priorities for outcomes of care and measure completion methods

European Journal of Pediatrics
https://doi.org/10.1007/500431-022-04566-w

* 106 interviews conducted: =

-2 6 Ch | ld re n/y0 u ng peo p I € Achieving child-centred care for children and young people
— 40 pa re ntS/Ca rers with life-limiting and life-threatening conditions—a qualitative
interview study
_ 1 3 SI b I I n gs Lucy Coombes'? - Debbie Braybrook' - Anna Roach' - Hannah Scott' - Daney Hardardéttir' - Katherine Bristowe' -

. . Clare Ellis-Smith' - Myra Bluebond-Langner®® - Lorna K. Fraser” - Julia Downing'® - Bobbie Farsides” -
—_ 1 2 commissioners Fliss E. M. Murtagh?® - Richard Harding' - on behalf of C-POS @ e eee veees @

Received: 11 May 2022 / Revised: 7 July 2022 / Accepted: 13 July 2022

—15 health and social care o e Author 022
professionals AN gy




Development: qualitative interview study

Pain

Other symptoms e.g. seizures
Symptom Management
Physical appearance

Spiritual/
Sleep

Physical
Existential

Normality

Not knowing any different
Returning to normality
Adjusting to a new
\ normal

/
Emotions

Access to support
Impact on family life
Memory making

Meeting others who are the

same
\_

Social/
Practical

Psycho-
Emotional

Cultural beliefs and needs
Life unlived
Uncertainty of the future
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COVID-19

Impact on Paediatric Palliative
Care

OPEN ACCESS PAPER

Living a full life
Meaning of life

Brief Report

COVID-19: Impact on Pediatric Palliative Care ® Check
Hannah May Scott, BA(Hons), MSc, Lucy Coombes, RN (Child), BSc(Hons), MSc, Debbie Braybrook, BSc, PhD,
Anna Roach, BSc, MSc, Daney Hardardottir, BSc, MSc, Katherine Bristowe, BA(Hons), MA, PhD,

Clare Ellis-Smith, BSc, PhD, Irene Higginson, OBE BMedSci BMBS PhD FMedSci FRCP FFPHM ,

Wei Gao, MD, PhD, Myra Bluebond-Langner, PhD, Hon. FRCPCH, Bobbie Farsides, BSc, PhD,

Fliss EM Murtagh, PhD, FRCP, MRCGP, MBBS, Lorna K Fraser, MBChB, MRCPCH, MSc, MMedSci, PhD, PGCAP, and

Richard Harding, BSc, MSc, DipSW, PhD
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Service provision
Friendships
Advanced Care Planning
Hobbies and play
Balancing needs of the family




Development: Delphi Survey
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Aim - Obtain stakeholder consensus on which outcomes identified through interviews and
previous systematic review (Namisango, 2019)* to include on C-POS

* Four rounds of a Delphi survey, with 28 adult participants completing final round

Round 4 - ranking results (top 10 outcomes)

Median rank (% ranking in top 50%)

Pain 1(92.9)
Ability to live life to the fullest 2 (96.4)
Breathing and respiratory difficulties 3 (100)
Child/young person being able to do things they enjoy 4 (96.4)
Having sufficient support from HSCPs 5(92.9)
Having a plan for future care 6 (89.3)
Dystonia/muscle spasms 8 (78.6)
Being supported/enabled to express emotions & feelings (9 (82.1)
Having psychological needs met 10 (78.6)
Sleeping difficulties 10.5 (89.3)

Phase 1: Delphi survey (n =82)

*Namisango E, Bristowe K, Allsop MJ, Murtagh FEM, Abas M, Higginson lJ, et al. Symptoms and Concerns Among Children and Young People with
Life-Limiting and Life-Threatening Conditions: A Systematic Review Highlighting Meaningful Health Outcomes. Patient. 2019;12(1):15-55.
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Aim: to systematically appraise the evidence on recall period, response scale format, mode of administration and
approaches needed to enable children and young people <19 years to participate in valid and reliable self-
reporting of their health outcomes.

» Systematic review including 81 papers
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* Supports the acceptability 0
of C-POS and enables ;
children and young people
to self-report their health E]
outcomes

* Data from semi-structured [m];
qualitative interviews also
informed measurement
design

£

1.
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8 recommendations made:
Development should include both cognitive interview studies, and
psychometric testing to enhance understanding of how children formulate
answers.
5-7 years olds should be given a dichotomous response format; those 7
years and over should be given a three-point response format.
Recall period should be kept short, no more than 48 hours for those 5-7
years.
PROMS should have a computerised version.
Proxy measures should be used for those under 5 years old.
Measures should be visually appealing, to improve acceptability.
PROM studies should be analysed and reported in developmentally
appropriate age bands.
Developers should consider different versions of a measure for different age
groups.
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* Item generation meeting was held with the study steering group to design prototype C-POS for further
testing

e 22 participants: health and social care professionals, academics (including clinical academics), bereaved
parents

* Items for C-POS versions selected and first versions of measures drafted
O <2 years or cognitive equivalent parent proxy version (8 questions about the child; 5 about the family)

o 2-17 years or cognitive equivalent parent proxy version (8 questions about the child; 5 about the
family)

o 5-7 years or cognitive equivalent Mercury (8 questions, simple language)
o 8-12 years or cognitive equivalent Saturn (8 questions)
o 13-17 years or cognitive equivalent Neptune (8 questions, adult language)
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Phase 2: Validation

) C-POS:UK




Validation: Cognitive Interviews
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Aim - To test the C-POS for comprehensibility, comprehensiveness and acceptability with children and young people with
life-limiting and life-threatening conditions and their parents/carers.

48 interviews conducted (36 parents/carers; 12 children/young people)

Cognitive interviewing helped to
refine the prototype C-POS
versions, especially to be inclusive
of children who are non-verbal.

Often...

Parent participants felt that some because....

distress when answering
guestions was acceptable and
that despite this all questions
were appropriate to ask.

Last week?

ODNS = >

FINAL VERSIONS

Parent/carer version A —younger
and non-communicative children

Parent/carer version B — older
children and those who can
communicate

Mercury — recall of yesterday and
today; 3-point response format

Saturn —recall of past week;
3-point response format

Neptune — recall of past week; &
5-point response format
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Aim - to identify and synthesise evidence of the determinants, strategies, and mechanisms that
influence the implementation of person-centred outcome measures into paediatric healthcare practice.

Facilitators for implementation

* Educating and training staff and families on how to implement and use the measure, advantages of using
measures over current practice and benefits on patient care and outcomes

* Addressing logistical and resource barriers, including time, staffing, and provision of funding and resources such as
office supplies.

* Having a comprehensive plan for implementation agreed upon in advanced by all staff involved

* Formally appointed implementation leads or implementation champions

e ‘Buy-in’ from staff and commitment and support from leadership

Barriers to implementation OPEN ACCESS

* Lack of knowledge about how the measure may improve care and outcomes

* The complexity of using and implementing the measure

» Staff readiness and willingness to change current practice, including perceived disruption to
workflows

* Lack of resources including funding and staff to support sustained used




Implementation: Anticipated benefits, risks, /28 K2

barriers, and facilitators

Aim - To identify the anticipated benefits, risks, barriers, and 106 interviews with OPEN
facilitators to implementing person-centred outcome measures children, families,
(PCOMs) for children with life-limiting and life-threatening conditions. and professionals ACCESS

8 recommendations made:

1. Children and families must be involved in the development of PCOMs to ensure that measure
characteristics do not act as barriers to implementation

2. Strategies for implementation should be designed collaboratively with professionals to ensure they are
optimal

3. The benefits of PCOMs for care should be explained to families and professionals to facilitate
implementation

4. The professional administering the measure should be known and trusted by the child and family

5. Completion of the measure should be a collaborative dialogue, in which the child, family, and healthcare
professional are fully involved where possible and appropriate

6. Professionals should respond appropriately to issues raised through completion of the measure and
ensure children and families are involved and informed of any changes in care as a result

7. Discussions should be held with children and families to address privacy concerns, find out who they are
comfortable with their information being shared with, and to explain use and benefits of information-
sharing in relation to PCOMs

8. Once robustly and scientifically developed and validated, PCOMs should be translated to locally relevant
languages, to increase usability for families where the local language is not their primary language
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 African C-POS has been developed by APCA & ICPCN with KCL, NIHR funding for
implementation

e Similar studies being conducted in Turkey and Jordan, refugee children ESRC funding

» Key paediatric palliative care providers in

Australia and New Zealand to participate
in C-POS:UK psychometric validation

* C-POS:UK:

* cognitively tested in Singapore by MSc student
translated & cognitively tested in South Korea
being translated & cognitively tested in Japan
translation and cultural adaptation in Taiwan
plans underway for Italian adaptation
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* An outcome measure for paediatric palliative care has been developed and its
psychometric properties are being evaluated

* C-POS is the first patient-centred outcome measure designed for this population in the
UK and it reflects the top priorities of children and families affected by life-limiting and
life-threatening conditions

* Next steps are to implement the C-POS into routine clinical practice, to facilitate the
assessment and monitoring of key outcomes
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Daniella logun Foundation K@: C-POS:UK

Angela Logun - PPl Update 13 Feb 2025


http://www.thedaniellalogunfoundation.org/

Inspiration

UJsing Dannie’s story inform Gguality
improvements in Children’s palliative Care
1. Investigation
2. Diagnosis
3. Care Planning

4. Bereavement

Website | www.thedaniellalogunfoundation.org Facebook | @TheDaniellaLogunFoundationDLF Twitter | @daniellalogun Instagram | daniellalogun


http://www.thedaniellalogunfoundation.org/

The Problem Statement

Whenarchilghsialagneseawitire

prain tumoeur/cancer, medical care
7

takes ever WWellbelng oirthe chilc
nefamilyAsinacVvertently
megle jicle)

The costs of

What is the

wellbeing
problem we |
are trying to trauma p ay
solve? out for life.

~—

Website | www.thedaniellalogunfoundation.org Facebook | @TheDaniellaLogunFoundationDLF Twitter | @daniellalogun Instagram | daniellalogun


http://www.thedaniellalogunfoundation.org/

The CPOS Scale

(Jsing lived experience to improve the standards Of
Children’s palliative Care

1. Why CPQOS?

2. Co-production

3. PPI Contributions

Website | www.thedaniellalogunfoundation.org Facebook | @TheDaniellaLogunFoundationDLF Twitter | @daniellalogun Instagram | daniellalogun



http://www.thedaniellalogunfoundation.org/

Daniella logun Foundation

Supporting Children & Young People diaghosed
with brain tumours, other cancers and their families.

Registered Charity No. 1189746 (England)

Link to the Charity 13 FEB 2025



http://www.thedaniellalogunfoundation.org/

Diagnosis of
life limiting
condition

The child &
their family
become
central to
complex
specialist
medical

Parents/
carers

Diet &
Nutrition

Advance
care plan

Working together,
>

Sleep, play
exercise

Multidisciplinary
support team

Consider ending treatments
Consider new invasive treatments

Consider non-
pharmacological
treatments

)
Other family and
important people

1es +
i

ymbitions
Grandparents
athwa S
p y >

New
disabilities

Aliving
document

Mental Health

Travel & Logistics
Survivorship = Better Access & Improved Outcomes

Website | www.thedaniellalogunfoundation.org Facebook | @TheDaniellaLogunFoundationDLF Twitter | @daniellalogun Instagram | daniellalogun


http://www.thedaniellalogunfoundation.org/

What We Do

[ General | s DLF N ( Cherry
Besriending Q Core Blossom
counselling Families Families

Psychological support Emotional: \ J \
ToIKInG

Listening Validating, feelings &
thoughts

| Specialist

Prayer
Soir. /t% ﬂ% 0:”;;"7 it//zgg/ AaVocacy, 1ansuage, meetings ¢
L o Daberwork
B L. oore Door-Step drop — food parcels, DGB etc
o"C ﬁg pg/j'ncy Lirestyle — nutrition, diet, fitness aavice

SEND Coordination ¢ Litigation
Support with technical jargon

Website | www.thedaniellalogunfoundation.org Facebook | @TheDaniellaLogunFoundationDLF Twitter | @daniellalogun

Instagram | daniellalogun


http://www.thedaniellalogunfoundation.org/

CPOS Value

(Jsing lived experience to improve the stanhdards of
Children’s palliative Care

1. Change Agent 5

2. Benefit
3. BeneficCiaries

¢. Take Away

Website | www.thedaniellalogunfoundation.or. Facebook | @TheDaniellaLogunFoundationDLF Twitter | @daniellalogun Instagram | daniellalogun


http://www.thedaniellalogunfoundation.org/

Upcoming Events

The Daniella Logun Foundation (DLF) 4
March is Brain Tumour Awareness Month (BTAM) April is

Zti'i::‘zi!‘e e KRG V va@) v vﬂ

Start Time' | B R 5
7 Aniella / n / wundalion THE DANIELLA LOGUN

SEPTEMBER IS ‘4 FOUNDATION (QLF) -

CHILDHOOD CANCER AWARENESS MONTH : H

Featuring

THE GREATEST GIFT IS LOVE.

= ramicy run 2 |

Call to register: 07760 411 88

& :

Friday, 28 March 2025 \jug#eme,

Boundary g
House 1pm to Spm Cosrco DAY, ‘K%

Cricket Field Pastries, Dessorts, Cakes,
Road. Uxbridge. /7 peakes, momunndfz,@e?'ﬂhh (=] el
UB8 1QG %

(=]

&Y * = \
1 &
To support Children & Young People \ 9

with cancer and their families.

and MMone!

A7
N7 D i\ X g @ 07760 411888

N
lg};txj"“ .
Doy &

SATURDAY,
27TH SEPTEMBER 2025
12NOON - 5:00PM

Kids 50p and adults £1 entry per person.

/ > ® . e
/ W D Lopen Fonmiation g y ',.@', fiovw e ) . | &
/ / | 3 W Cherry-Blossoms '_"'L-l _"&f- =g b Qi
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bl > e www.thedaniellalogunfoundation.org september
/ t;/ support children with brain tumours\and their fam\\es \

| December |

Website | www.thedaniellalogunfoundation.org Facebook | @TheDaniellaLogunFoundationDLF Twitter | @daniellalogun Instagram | daniellalogun


http://www.thedaniellalogunfoundation.org/

Stay in Touch

Hillingdon &
the surrounding areas

01895 622 547

Daniella Logun
Foundation (DLF)

Open For
Volunteering!™Tloy

Your Generosity Changes Lives.

Open Positions:

@ Office Administrators

07760 411 888

@daniellalogun

@ Food & Toy Deliveries
@ Event Assistants
@ Street Can Collectors s

L]
@daniellalogun
Benefits:

» Lunch and Snack
» Event T-Shirt
» Certificate

@TheDaniellaLogunFoundationDLF

facebook
Contact Us

www.thedaniellalogunfoundation.org @

\ SCAN ME

www.thedaniellalogunfoundation.org },/

V )T\

P

enquiries@thedaniellalogunfoundation.org

Website | www.thedaniellalogunfoundation.or. Facebook | @TheDaniellaLogunFoundationDLF Twitter | @daniellalogun Instagram | daniellalogun


http://www.thedaniellalogunfoundation.org/
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The Together for Short Lives conference

TOWARDS A STRONG, SUSTAINABLE FUTURE

Save the date

7 -8 May 2025
Hilton, Manchester Deansgate




Clinical and Workforce Leaders Conference

A one-day conference for those with an interest in the
hospice workforce and patient care.

The 2025 conference will take place on Tuesday 29 April,
Conference Aston, Birmingham.

It will look at the impact of innovation, research and
collaboration on the future of work and hospice care.

Scan the QR code to
book

Our early bird ticket rate is available to members who
book before 17 February 2025.
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Big Conversations

The Big Conversations series comprises webinars, workshops, and
roundtables that enable our members to:

® |earn more about key issues

Scan Me

® share knowledge and experience to inform our work
® discuss problems and solutions with peers

® get practical guidance to move work forward

We invite you to continue engaging with us in the months ahead, as we
explore a range of important topics. Upcoming events:

® Assisted Dying: engage and support you workforce - 20t February
® National Hospice Data - 26t February

Hospice UK




H
2

T
‘39 ;

Stay up to date

Scan me

:} HospiceUK

Our is updated regularly so
you can keep up with our key work and priorities
from week to week.

The page is hidden from the public and will not
come up in web searches, so we'd recommend
bookmarking it!



https://www.hospiceuk.org/innovation-hub/membership/member-update

Feedback Survey

Please consider sparing a few minutes
Children’s Palliative Care Outcome to answer this survey, soO that we can

Scale (C-POS) 13th February 2025 continue to improve future Big
Conversations events:

https://forms.office.com/e/5sngRsMTsi
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https://forms.office.com/e/5snqRsMTsi

Thank you

Our Big Conversation events are supported by:
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Protecting professionals
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