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Clinical career o

My Background- 1987 Leeds School of Physiotherapy
1996-2015 Specialist physiotherapist in palliative
care, Liverpool

Hospice Rehabilitation

- “Why didn’t | get all this

el i  support months ago”?
e Y el o Peter, Stage IV lung cancer
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Conception of the research question LONDON

Clinical research career pathway

» 2008-2011 HEE/NIHR Masters of Research in Health Sciences (Now pre-
doctoral fellowships

e Research practitioner on Respiratory Symptom Intervention Feasibility Trial
e 2013-2014 National Cancer Research Institute Scholarship

e 2015 submitted Clinical Doctoral Fellowship Application

e 2016 started fellowship
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Disability and cancer (;) INSPIRE

= Cancer is a main cause of illness burden, loss of function, disability and death

= > 1 million Europeans affected by disability related to incurable cancer?

= Globally, 250 million DALYs due to cancer: second only to cardiovascular disease?
= 1 in 3 adults with cancer require help with personal activities

= 1in 2 need help with activities like shopping and getting around

= Disability reduces quality of life and leads to unplanned admissions to hospital?

Loss of function is rated as one of most common
unmet needs — people want to live as normally
as possible®?>
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People want to live as normally as possible \(9 e

Contents lists available at ScienceDirect
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Review

Continuing with :
; No longer feeling
usual routines & . ;
who | once was

important roles activities

To carry on as before: A meta-synthesis of qualitative studies in lung @Cmsm
cancer

Pér Salander®*, Sara Lilliehorn*"

* Department of Social Work, Umed University, 901 87 Umed, Sweden
® Department of Radiation Sciences ~ Oncology, Umed University, 901 87 Umed, Sweden
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[Salander 2016, Lung Cancer];[Chochinov et al
JPSM 2009]; [Steinhauser et al. JAMA 2000]




palliative rehabilitation
in incurable cancer

Rehabilitation in palliative care (9 INSPIRE

Palliative

rehabilitation?

Cancer rehabilitation

Geriatric rehabilitation

* Access to palliative care services has
increased

e Rehabilitation remains under-resourced and
variable within palliative care®

Stroke/neuro
rehabilitation

Cardiac & pulmonary
rehabilitation

Trauma
rehabilitation




My PhD: Conceptualising and developing a

INSPIRE

Integrated short-term
palliative rehabilitation
in incurable cancer

palliative rehabilitation intervention

ASSESSMENT
CONTEXT * Check illness understanding, concerns, beliefs
Advanced cancer, co- and priorities
morbidities, personal, * Functional screening and assessment

social and cultural (particularly limiting symptoms, activity levels,
daily activities, avoidance behaviours)

contextual factors

Theoretically informed model of rehabilitation

Developed with patients, family members and
clinicians

Intervention Manual to support high fidelity

3 manualised sessions delivered by an expert
rehabilitation practitioner

Core components: self-management of symptomes,

physical activities and fitness, social participation

{ More interventions needed ]

T 'Y

EVALUATE OUTCOMES
Goals adapted or

addressed U

achieved/concerns and priorities
Identify new/remaining

goals/concerns and priorities
REHABILITATION PLAN
+ Patient action plan

* Practitioner action plan MECHANISMS

OF ACTION

DISCHARGE
* Proactive action plan for self-
management
* integrated follow-up and referrals (to local
rehabilitation and community services)

GOAL PLANNING
Negotiate and determine:
Short-term actions
Short, middle and long term goals

and actions

INTERVENTION COMPONENTS

* Strategies to encourage positive health

behaviours

* Strategies for patient and family to self-

manage current and future situation

Specific components may target:

* Pathology/impairments

* Activities

* Social Participation

¢ Personal factors, e.g. illness beliefs
¢ Environment factors e.g. home

circumstances, family knowledge and
skills, community, health & social care
resources, including assistive devices

4

THEORIES OF DISEASE, DYSFUNCTION, ILLNESS, REHABILITATION AND BEHAVOUR CHANGE



My PhD: Testing a palliative rehabilitat

iIntervention

Bayly et al. Pior and Feasibiliey Seudies (2018) 4:160
hitps/idol.org /1001 186/ 54081 4-018-0350-0

Pilot and Feasibility Studies

RESEARCH Open Acc

Developing an integrated rehabilitation @
model for thoracic cancer services: views of
patients, informal carers and clinicians

Joanne Bayhy'"®, Bethary M Ed

, Nicola Peat”, arwicl, o M Hennig®, Arvind Arara™,

Andrew Wilcack™, Irene | Higginson' and Matthew Maddocks

Abstract

Background: Access 1o
cancer, including fol

tian. P
hospital appointments or at hor

of U . ndat of outco
activities, symptom control and oncology treatment comipletion
diorespiratory fitness

fates over cojecty

Conclusion: The im
cancer or mesothel i
MEtoms,
de scheduled
e that follow a

Keywords: Lung cancer, Mesothelioma, Foous groups, Rehabilitation, Qualitative, Intarvention development,
Feasibility trial

CLINICAL
Original Article tiii REHABILITATION

—~

INSPIRE

Integrated short-term
palliative rehabilitation
in incurable cancer

Chrical Rehabibtation

Short-term integrated T ) 2013
— - Arescle reuve pusdabr
rehabilitation for people sxpl o parmisicns

with newly diagnosed thoracic vy p—
cancer: a multi-centre

randomized controlled

feasibility trial

Joanne Bayly'"", Lucy Fettes!, Eleanor Douglas?,
Maria | Teixiera''”, Nicola Peat?, India Tunnard',
Vishit Patel', Wei Gao', Andrew Wilcock?,
Irene | Higginson' and Matthew Maddocks'

Abstract

Objectives: The main aobjective of this study is to determine the feasibility of recruiting and retaining
patients recently diagnosed with thoracie cancer vo a wial of shore-term invegraved rehabilitation: evaluate
uptake of theareteally informed components targeting physical function, sympoom self-management and
participation; estmate sample size requirements for an efficacy trial.

Design: Parallel group randamized contralled feasibilicy trial

Setting: Three UK. hospials.

Participants: Patients =Seight weeks of tharacie cancer diagnosis, Eastern Cooperative Oncalogy Group
Performance Scatus 0-3, any cancer stage and creatment plan,

Interventions: Participants randomly allocated (1:1) 1o short-term integrated rehabilitation and sandard
care or standard care alone over 30days.

Main measures: Primary: participant recruitment and retention, mrgeting =30% of eligible patients
enrolling and =50% of pardcipants reporting outcomes ar 30days. Secondary: intervention fdelicy
mitssing data and performance of outcome messures for self-eficacy, symproms, physical activity and
health-relared qualicy of life.

Results: OF 159 eligible patients approached, 54 (34%) were recruited. A ol of 44 (BI%) and 39
(T¥%) pardcipants reported outcomes at 30 and 60days, respectvely. Intervention fdelicy was high.
Rehabilitation was delivered across 3 (1-3) sessions aver 32 (22-45)days (median (range)). Changes in
clinical outcomes were modest but most apparent at 60 days for health-related quality of life: Functional
Aszzessment of Cancer Therapy Lung Cancer seore median (interquartile range) change 9.7 (-12.0 ta 16.0)
rehabilication versus 2.3 (—15.0 o 14.5) standard care.

'King's Caollepe London, Landos, UK Corresponding author

Universicy of Mamingham, Morminghasm, LK Joamnt: Baply, Cicely Ssunders Inscince of Pallaovwe Care,

YSuy's and Sc Thomas' MHS Foundation Trusc. Londen, LK Policy ard Refabiliccion, Florence Mighongale Faodty of
Mursing, Midwifery and Pallative Care, King's College London,
Bessemer Road, Losedon, SE5 9] UK.
Email: joarme baphyiEhocl e uk



Palliative rehabilitation aims to: s

LONDON

. compress functional decline

* Maintain/improve participation in roles and activities
* Minimise deconditioning
e Reduce symptom burden
 Reduce emotional distress

(=]

e Minimise social isolation

- Rpeedea1ovingy > Wl

* Reduce threats to self identity & * X
Self Worthl ) 65 66 G6F BB 69 ¥ T 72 T3 T4 ¥vs 6 VW OV T B0 M
Age
* Reduce health economic costs? Ty 1 —— Tocky2 ... e
[Gore 2018]

* |Improve survival??

[Granger CL 2016]; ?[Higginson |J et al 2014]



Palliative rehabilitation aims to: ING'S

College

2. support during periods of recovery AND decline ==

Disrupted

function,

disrupted
time

Inhabiting a
disintegrating

Deidre D Morgan, " David C Currow,’ Linda Denehy,* body

Sanchia A Aranda®*?

Shifting
sense of self

Contending with deterioration:
The work of occupational adaptation

[Morgan 2018 BMC Palliative Care]



Palliative rehabilitation aims to: e

rt people who are living while dying

3. suppo
»

\G”l

......

“Severe illness wasn’t life-altering, it was
life-shattering... someone had just fire-

bombed the path forward” BREATH

BECOMES

““No-one asked me how | feel about my

illness...when doctors ask ‘how are you?’
they mean ‘How is your body? ... They
will not want to know how my life has
changed because of my illness, how they
could make it easier for me”

o el
-4



Rehabilitation — an essential service INSPIRE

palliative rehabilitation
in incurable cancer

First World Health Assembly resolution on

oge . i Y World Hea
rehabilitation passed May 2023 @) bt
World Health Organisation Policy on Universal
H ea It h Cove ra ge ( U H C) Strengthening rehabilitation in health systems
Rehabilitation and palliative care both Cotombiy, Crontn Eeuadon Eawata, Hungary, Ireand, Isree

Japan, Kenya, Morocco, Paraguay, Peru, Romania, Rwanda

essential services in quality health systems and Slovaida

* Both should be integrated within primary, secondary, and tertiary
health systems using a multi-professional workforce

https://apps.who.int/gb/ebwha/pdf files/EB152/B152 CONF1-en.pdf



https://apps.who.int/gb/ebwha/pdf_files/EB152/B152_CONF1-en.pdf

Point of View/Directions for Research I N G9 S
Nssorsl nd
Naural &

[ ] o [ [ [ [ Rehabilitation Definition for Research 2011 Ve s
Purposes. A Global Stakeholders’ Initiative g@mg COllege
by Cochrane Rehabilitation o LOND ON
Stefano Negrini, MD'?, Melissa Selb, MSc*#, Carlotte Kiekens, MD®, Alex
Gerold Stucki, MD, MS’I“‘, T er, PhD’, and 3r | h

“In a health care context,” rehabilitation is defined as a “multimodal,
person-centered, collaborative process” (Intervention-general), including
interventions targeting a person’s “capacity (by addressing body
structures, functions, and activities/participation) and/or contextual
factors related to performance” (Intervention-specific) with the goal of
“optimizing” the “functioning” (Outcome) of “persons with health
conditions currently experiencing disability or likely to experience
disability, or persons with disability” (Population).

Rehabilitation requires that all the items of the definition are satisfied.



Integrating rehabilitation into palliative care @'NSP'RE

in incurable cancer

UHC brings rehabilitation and palliative care
. World Health
together as core components in the care @gg
continuum?-?
oy . « e . Policy brief on integrating
Rehabilitation and palliative care services rehabilitation into palliative
care services

traditionally organise around differing but
complementary goals for care3:
e Optimising functioning
* Minimising suffering

Burden of disease is related to time lived with
disability not just premature death

1{WHO, 2017]; 2[WHO 2014]3[Timm 2017, Wellcome Open Res]
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INSPIRE objectives and ambition () et

* Test the clinical and cost effectiveness of integrated short-term
palliative rehabilitation intervention for people with incurable cancer

e Evaluate if person-centred, tailored and equitable rehabilitation
intervention reduces symptom burden and disability, increases
social participation, leading to better quality of life

e Test if the intervention will reduce the burden of care for families

* |dentify an effective model of rehabilitation that can be delivered as
part of routine care for people with incurable cancer




INSPIRE Methodology

( INSPIRE
‘ 9 Integrated short-term
palliative rehabilitation

in incurable cancer

Incorporates: o . )
inical and economic
. . analysis N
* Comparative analysis of
health services 5 _ , _ ~ Main trial N : _/ Evidence synthesis and
Comparative service analysis coordination p 1 = international consensus
* Randomised controlled Equity, inclusivity and
. access evaluation
trial W y
. . 2 _ y.
* Evaluat|0ns Of eqUIty /Interventionreadiness A e ! N
and inclusivity, el | |
implementation evaluation « J
processes and
/ o J

implementation

N
° Evidence SyntheSiS and m Dissemination and exploitation
Delph| consensus Study m Management and coordination

vV




INSPIRE Randomised Controlled Trial

( INSPIRE
‘ 9 Integrated short-term
palliative rehabilitation

in incurable cancer

« Multinational, multisite,
randomised, assessor-blind, .
controlled trial lformed coasent

Enrolment s
Baseline

o S IX Eu rO pean CO u ntrl eS Medical history, clinical examination, demographic, quality of life, disability, goal

attainment, physical symptoms and information and support, health status),

(F ran Ce : D e n m ark, N O rway, formal and infc;rmal service use

Italy, UK, Czech) 10-12 sites Randomisation (1:1)
Minimisation for study site, baseline FACT-G score (<=64, 65-79,
« Broad eligibility criteria 4 :
- Intervention group (n=170)

80+), distant metastases (yes, no)
PY U S aI Care + aI I i ative Control group (n=170) integrated short-term rehabilitation over 8 weeks
u £
Usual care
o . . .
P rl m ary e n d pOI nt q u al Ity Of 4, 8- and 16-week post-randomization follow up
adverse events, survival

agn . Ususl care Up to 3 manualized sessions delivered by
rehabilitation over 8 weeks (oncology 4 paliative care) rehabdtation practitioner
{oncology + palliative care)
’:71;- .\‘.1‘1.':,",'..".'_ s, . ‘
life (FACT-G) at 8 weeks Qs Atans ok e ecns et ot e



Where to find out more?

Integrated Short-term Palliative Rehabilitation
to improve quality of life and equitable care
access in incurable cancer (INSPIRE):

a multinational European research project

Joanne Bayly'™, Hilde Hjelmeland Ahmedzai"*’, Maria Grazia Blandini, Barbara Bressi,
Augusto Tommaso Caraceni, Joana Carvalho Vasconcelos, Stefania Costi*, Stefania
Fugazzaro"®/, Monica Guberti"*', Mai-Britt Guldin, May Hauken"’, Irene Higginson,
Barry J.A. Laird, Julie Ling"*, Charles Normand, Lise Nottelmann"*, Line Oldervoll"=,
Cathy Payne"/, A. Toby Prevost, Guro B. Stene, Elisa Vanzulli, Eduardo Veber, Guillaume
Economos and Matthew Maddocks; on behalf of the INSPIRE consortium

Falliative Care & Social
Practice

2023, Vol 17:1-14

DOI: 10.1177/
26323524231179979

@ The Authorls), 2023.
Article reuse guidelines:
sagepub.com/journals-
|permissions

) INSPIRE

" Integrated short-term

palliative rehabilitation
in incurable cancer

(,9 INSPI'RE‘

INSPIRE

Introducing INSPIRE

INSPIRE: Integrated Short-Term Palliative Rehabilitation in incurable Cancer

A'Novel Palliative
Rehabilitation Model

Find it mars ahmt the F11 findad heniset hased an

INSPIRE - Integrated short-term palliative rehabilitation (palliativeprojects.eu)



https://palliativeprojects.eu/inspire/

Any questions?

(y INSPIRE

‘ Integrated short-term
palliative rehabilitation
in incurable cancer
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palliative rehabilitation
in incurable cancer

Comparative analysis of health services (9 i

« 23 documents: palliative rehabilitation concept described in half (Italy >
Denmark, Norway > UK, France) though care delivered in parallel or
separate pathways.

« 225 survey respondents:
* 54% replied that rehabilitation was a component of the cancer pathway
* 56% shared records in hospital (12% between care settings)
* 67% had joint educational activities
* 44% routinely screened for rehabilitation needs

e 22 Interviews stakeholders:

« common understanding of the main concept but unclarity about the distinction with
palliative care.

« access described as a postcode-lottery with lack of priority, funding, pathways and
education.
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