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Abstract

Background: Palliative rehabilitation involves multi-professional processes and interventions aimed at optimising patients’ symptom
self-management, independence and social participation throughout advanced illness. Rehabilitation services were highly disrupted
during the Covid-19 pandemic.

Aim: To understand rehabilitation provision in palliative care services during the Covid-19 pandemic, identifying and reflecting on
adaptative and innovative practice to inform ongoing provision.

Design: Cross-sectional national online survey.

Setting/participants: Rehabilitation leads for specialist palliative care services across hospice, hospital, or community settings,
conducted from 30/07/20 to 21/09/2020.

Findings: 61 completed responses (England, n =55; Scotland, n = 4; Wales, n =1; and Northern Ireland, n = 1) most frequently from
services based in hospices (56/61, 92%) providing adult rehabilitation. Most services (55/61, 90%) reported rehabilitation provision
becoming remote during Covid-19 and half reported reduced caseloads. Rehabilitation teams frequently had staff members on sick-
leave with suspected/confirmed Covid-19 (27/61, 44%), redeployed to other services/organisations (25/61, 41%) or furloughed (15/61,
26%). Free text responses were constructed into four themes: (i) fluctuating shared spaces; (ii) remote and digitised rehabilitation
offer; (iii) capacity to provide and participate in rehabilitation; (iv) Covid-19 as a springboard for positive change. These represent how
rehabilitation services contracted, reconfigured, and were redirected to more remote modes of delivery, and how this affected the
capacity of clinicians and patients to participate in rehabilitation.

Conclusion: This study demonstrates how changes in provision of rehabilitation during the pandemic could act as a springboard for
positive changes. Hybrid models of rehabilitation have the potential to expand the equity of access and reach of rehabilitation within
specialist palliative care.

Keywords
Rehabilitation, palliative care, hospices, physical therapy modalities, occupational therapy, surveys and questionnaires, Covid-19

1Cicely Saunders Institute of Palliative Care, Policy and Rehabilitation, ®Martin House Research Centre, Department of Health Sciences,
King’s College London, London, UK University of York, York, UK
’St Barnabas Hospices, Worthing, UK *These authors contributed equally to this work.

3Wolfson Palliative Care Research Centre, Hull York Medical School,
University of Hull, Hull, UK

4St Christopher’s Hospice, London, UK

SLancaster University, Lancaster, UK

Corresponding author:

Joanne Bayly, Cicely Saunders Institute of Palliative Care, Policy and
Rehabilitation, Florence Nightingale Faculty of Nursing, Midwifery &
Palliative Care, King’s College London, Bessemer Road, LondonSE5 9PJ, UK.
Email: joanne.bayly@kcl.ac.uk


https://uk.sagepub.com/en-gb/journals-permissions
http://journals.sagepub.com/home/pmj
mailto:joanne.bayly@kcl.ac.uk
http://crossmark.crossref.org/dialog/?doi=10.1177%2F02692163211063397&domain=pdf&date_stamp=2021-12-29

320

Palliative Medicine 36(2)

What is already known about the topic?

ist palliative care services.

What this paper adds?

Implications for practice, theory or policy

services.

care settings.

e Guidelines recommend that rehabilitation targetting function, well-being and social participation is provided by special-

e Prior to Covid-19, there was variable provision of palliative rehabilitation in the UK. This variation was related to local
service priorities, funding and commissioning/procurement constraints.

e Over time, Covid-19 related disruptions forced services to reconfigure and adapt which caused fluctuations in the
shared spaces in which health professionals, patients and family care givers met to participate in rehabilitation.

e These fluctuations resulted in the adoption of digital and remote forms of care which altered health professionals’ and
patients’ capacity to participate in, and the equity of access to and reach of, rehabilitation.

e Covid-19 has acted as a springboard for learning, with many rehabilitation services hoping to move into the future by
(re)gaining losses and integrating these with lessons learned during the pandemic.

e Recommendations are made to support extended reach and more equitable access to rehabilitation in palliative care

e We recommend mixed methods evaluations of hybrid models of in-person and online rehabilitation across palliative

Background

Palliative care services have made essential contributions
in responding to Covid-19 through engaging in advance
care planning, producing guidance to manage symptoms
and caring for patients across hospital, hospice and com-
munity settings.’> These contributions have occurred in
the context of a rapid increase in demand, leading to
increased activity in hospital and home-based specialist
palliative care teams, a shift from proactive to reactive
end of life care, and wider provision of support and educa-
tion for other health care professionals.2 These changes
are likely to have impacted on provision of rehabilitation
for people receiving palliative care.

Palliative  rehabilitation encompasses function-
focussed care across all domains of the World Health
Organisation International Classification of Function,
Disability and Health.®7 It supports people towards opti-
mal independence and participation in society through-
out their disease, including during functional decline
towards the end of life.8 It adopts a holistic and person-
centred approach, comprising multi-professional assess-
ment and mainly non-pharmacological interventions®10
such as goal directed symptom management,!! physical
activity and exercise,2"24 mindful movement!>1¢ and ena-
blement in activities of daily living.17.18 Rehabilitation
plays a crucial role within palliative care to meet physical,
psychosocial and spiritual needs of people with advanced,
progressive disease.810

Guidelines recommend specialist palliative care ser-
vices provide rehabilitation,%2° through physiotherapists
and occupational therapists as core team members, and
access to dietitians and speech and language therapists.
However, internationally, rehabilitation in palliative care

is not universally prioritised, with ad hoc and limited
provision within specialist services.?%22 This may have
been exacerbated during the Covid-19 pandemic where
rehabilitation is reported to have been the most com-
monly disrupted health service, often being deemed
non-essential.?3 Moreover, social distancing and isolation
policies may disrupt rehabilitation provision, as many
interventions are delivered in-person, involving touch,
movement, groups and interactions within the physical
and social environment. Understanding how rehabilita-
tion services were affected by and adapted to Covid-19 is
needed to support the implementation of strategies to
optimise the provision of this component of specialist
palliative care in the future.

Aims

To understand rehabilitation provision in palliative care
services during the Covid-19 pandemic, identifying and
reflecting on adaptative and innovative practice changes
to inform ongoing provision.

Methods
Design

A cross-sectional national online survey grounded in an
interpretive paradigm. This survey is part of the CovPall
study?3*> and is reported according to the STROBE" and
CHERRIES® statements. Research ethics committee
approval was obtained from King’s College London
Research Ethics Committee (21/04/2020, Reference; LRS
19/20-18541 ISRCTN16561225). Completion of the survey
indicated consent.
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Participants and setting

Rehabilitation or therapy leads for specialist palliative
care services providing rehabilitation across inpatient and
out-patient palliative care in hospital or hospice, home
palliative care, and nursing home settings in the UK.

Sampling and recruitment

The invitation to participate was disseminated via palliative
allied health professions and palliative care key stakeholder
organisations (Hospice UK Covid-19 (Clinical) Network; Sue
Ryder; The Association of Chartered Physiotherapists in
Oncology and Palliative Care; Palliative Rehabilitation
Facebook Group) and via social media. Eligible service leads
were provided with the link to the online survey.

Data collection

REDCap was used to build and host the survey. Data were
collected through closed and free text responses (see
Supplemental Files 1 and 2 for full survey and procedures).
The responses provided were reflections made by rehabili-
tation or service leads within the service/organisation in
which they worked and was open between 30/07/20 and
21/09/2020.

Data analysis

Descriptive analysis using SPSS (v24) was conducted to
provide contextual data to inform qualitative analysis.
Free text responses were analysed in NVivo (v12) using
reflexive thematic analysis.?4#2> JB and AB familiarised
themselves with the free-text data, coding inductively at
a semantic level. Codes sharing similar meaning patterns
were combined as categories, then similar categories
were combined as themes. At this point, we recognised
that our understandings of how Covid-19 impacted on
rehabilitation services were resonant with the embod-
ied-enactive clinical reasoning in physical therapy
model.2627 This proposes that the lived experiences,
backgrounds, expectations and expertise of patients and
professionals are embodied and enacted in ‘contextual-
ised interaction’ as the needs of the patient are expressed
and understood. The process allows shared meanings to
be created that can then guide subsequent rehabilitation
interventions. We adapted the model to describe the
embodied and enacted creation of shared meaning in
contextualised interaction as occurring in ‘intersubjective
spaces’ (hereafter described as ‘shared spaces’). We
extended the explanatory scope of the model to be able
to capture any factors relating to functional well-being
and social participation, including but not limited to
movement disturbances.

Guided by this model, we revisited and reflected on the
data interpretively at a latent level, organising codes into

higher order themes and subthemes. Finally, central organis-
ing concepts underpinning these themes were named and
overarching themes were agreed. Throughout this process,
JB, AB and MM and wider members of the CovPall team
acted as ‘critical friends’2® by challenging, questioning, and
contributing to the interpretation of findings. Further analy-
sis and engagement with the data occurred throughout the
writing process. We adopted a relativist approach to rigour,
selecting quality criteria applicable to the study aims and
methodology?® (Table 1).

Findings
Characteristics of services and respondents

61 completed responses were received. Characteristics of
services described are presented in Table 2.

Closed text responses

Services were most frequently based in hospices
(57/61), which in the UK are usually physical buildings in
the charitable sector. Other services were based in the
community or hospital. Staffing establishments were
small; full time equivalents for physiotherapists were
slightly higher than occupational therapists. Dietitians
and speech and language therapists were accessed
through external providers. Prior to Covid-19 more than
three-quarters of services provided rehabilitation in
hospice day therapy, hospice inpatient and hospice out-
patient settings. About two-thirds provided rehabilita-
tion in peoples homes, and one-third in nursing/
residential care homes. A large reduction in rehabilita-
tion provision in hospice day therapy and outpatient
settings occurred. Sixteen (27%) fewer services pro-
vided rehabilitation to hospice inpatients and only three
services continued rehabilitation provision to nursing/
residential care homes (Table 2).

Most services (55/61,90%) reported the Covid-19
pandemic had changed rehabilitation provision.
Rehabilitation teams had staff members on sick leave
with suspected or confirmed Covid-19 (27/61,44%),
redeployed to other services/organisations (25/61,41%)
or furloughed (15/61,26%). Other challenges included
having difficulties providing rehabilitation equipment
(23/61,38%), problems accessing personal protective
equipment (PPE) (18/61,30%), and having no access
and/or training in remote technologies (8/61,14%). Half
of responding services reported a reduced number of
referrals and caseload, and almost all reported a large
shift from face-to-face to remote contacts (Figure 1).

Free text responses

The analysis of free-text responses is represented by four
themes and three sub-themes which outline respondents’
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Table 1. List of quality criteria selected for ensuring a rigourous qualitative analysis and how it was fulfilled in this study.

Quality criteria

How it was fulfilled

Rich rigour (does the analysis use
appropriate theoretical constructs, data,
sample and context?)?8

Credibility (have thick descriptions and
detailed findings been provided?)?%2°

Width (how comprehensive is the
evidence provided?)??

Exploiting exceptional data (were
contradictory data attended to during
analysis?)30

Sincerity (did the research team engage
in reflexivity and were they transparent
about the research process?)28

Meaningful coherence (does the analysis
achieve its intended goals through using
appropriate methods?)28

We collected and analysed closed and free-text responses from 61 services using
the embodied-enactive clinical reasoning in physical therapy model as a way to
conceptualise and understand the impact of the Covid-19 pandemic on the delivery
of rehabilitation in specialist palliative care within the UK.

Integrating and interpreting data from a wealth of quantitative and qualitative
findings to provide rich descriptions of the challenges rehabilitation services in
palliative care experienced during Covid-19, and the changes they made to adapt.
Data was collected from each UK nation (England, Wales, Scotland and Northern
Ireland) across multiple settings (Hospice, Community/Primary Care, Hospital) and
from rehabilitation leads from different professional disciplines and roles.

We made an explicit effort during analysis to respond to and integrate (as opposed
to avoid or omit) contradictory and divergent views/data that questioned and
opposed.

Each step of the analytic process is outlined clearly. During analysis, the research
team offered critical and alternative interpretations/explanations of findings,
challenged each other’s assumptions and encouraged introspective (e.g. how each
researcher’s biases, experiences and histories impacted the analytic process) and
intersubjective (e.g. how interactions between the research team members affected
analysis) forms of reflexivity.

We used Reflexive Thematic analysis to address the research aims, and during
rounds of analysis and in writing the discussion, contextualised our findings in
relation to theory, previous literature relating to rehabilitation in palliative care, both
before and during the Covid-19 pandemic.

perceptions of the impact Covid-19 had on the organisa-
tion, delivery and provision of palliative rehabilitation.
They are represented in accordance with the embodied-
enactive clinical reasoning in physical therapy model?®
(Figure 2).

Theme 1: Fluctuating shared spaces

The pandemic forced a shift in the shared spaces in which
healthcare professionals and patients met to participate in
palliative rehabilitation. This was due to the dangers asso-
ciated with the spreading of Covid-19, thus the social and
physical distancing needed to limit transmission and mini-
mise risk. Initially, the main shift observed was away from
face-to-face shared spaces to an online, virtual space as
buildings were closed, staff were physically or socially iso-
lating (shielding)3° or furloughed, and home visits stopped.

“Adoption of telephone and videocall assessment and
intervention, no outpatient appointments or community
visits offered for first 5 months of pandemic” (ID59 England)

“Reduction in OT support in own homes (with reduced
staffing + shielding). Sadly, in the early weeks, a few patients
with COVID-19 and severe symptoms were unable to have
Physiotherapy due to lack of appropriate PPE” (ID19, England)

Whilst for most, shared spaces shifted to virtual platforms,
a small number of services reported minimal or no changes
to service provision from the outset of the pandemic.
Instead, they commented on how health professionals

continued to provide routine rehabilitation services in
patients’ homes and inpatient units:

“No change in practice however we have continued to give
see and treat patients using all the correct guidelines and PPE
if the patient consents. Therefore, we have been able to give
a continuous service unlike our community colleagues who
have been restricted in their service” (ID15 England)

Shifts in the shared spaces were dynamic and fluctuated
throughout the pandemic as more was learned about
Covid-19, government alert levels were altered, and
resources and risk assessment systems were developed.
Some services that had initially moved all rehabilitation to
virtual spaces began to reintroduce limited in-person
rehabilitation in community and inpatient settings when
deemed ‘essential’ following risk assessments and
dependent on the availability of PPE.

“As Alert level decreased allowed to see patients in their own
home with appropriate risk assessment and PPE” (IDO8
England)

“Initially no face to face on the in-patient unit but now that
has resumed on a reduced basis” (ID03 England)

Theme 2: Remote and digitised
rehabilitation offer

Integral to palliative rehabilitation was the provision of
interventions in-person where embodied interactions
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Table 2. Characteristics of services. Table 2. (Continued)
n/N % n/N %
Country Primary care centre 1/61 2
England 55/61 90 Hospital in-/outpatients 2/61 3
Scotland 4/61 7 Hospice inpatients 34/61 56
Wales 1/61 2 Hospice outpatients 3/61 5
Northern Ireland 1/61 2 Hospice day therapy 1/61 2
Organisation service based in
Hospice 57/61 93 *Respondents were able to select more than one option.
Community/primary care 2/61 3
Hospital 2/61 3
Team lead professional discipline T —
Allied health professional 41/61 67
Nurse 15/61 25 Number of patients (caseload)
Social worker 1/61 2 Face to face contact patients
Physician/medical doctor 1/61 2 et e contact oy
Clinical director/head of service 3/61 5

Rehabilitation team staffing including externally contracted
providers (full time equivalent, (FTE, median, range)

Physiotherapists 1.6 (0-3.6)
Occupational therapists 1.2 (0-4.7)
Therapy assistants 0.8 (0.8-6.6)
Dietitians 0(0-3)
Speech and language therapists 0(0-1)
Other (volunteers, administrative) 0(0-4.4)

All staff members 4.2 (0-12.3)
Age of patients cared for

Adults only 56/61 92
Adults and children 5/61 8
Conditions rehabilitation provided for*

Advanced (any) 53/61 87
Respiratory 42/61 69
Cancer 44/61 72
Cardiovascular 40/61 66
Neurological 42/61 69
Renal/liver 40/61 66
Dementia 32/61 52
Severely ill or dying from Covid-19 alone 10/61 6
Pre-existing condition and Covid-19 29/61 48
Recovering from Covid-19 25/61 41

Usual settings for rehabilitation prior to Covid-19*

Patient’s home 37/61 61
Nursing/residential care home 18/61 30
Community hospital 2/61 3
Non-health community centre 4/61 7
Primary care centre 3/61 5
Hospital in-/outpatients 4/61 7
Hospice in-patients 50/61 82
Hospice outpatients 46/61 75
Hospice day therapy 51/61 84

Settings for rehabilitation for people with suspected, confirmed
or recovering from Covid-19

Patient’s home 21/61 34
Nursing/residential care home 3/61 5
Community hospital 1/61 2
Non-health community centre 0/61 0

(Continued)

Remote contact patients

Remote contact family

0 20 40 60 80 100

Dalot/alittle more  Eabout the same  Malittle / a lot less

Figure 1. Changes to rehabilitation provision in specialist
palliative care services during the Covid-19 pandemic.

(e.g. touch, movement, group-based activities) with peo-
ple and the surrounding physical/social environment were
fundamental. Fluctuations in shared spaces led to changes
in the ‘rehabilitation offer’ (i.e. what and how interven-
tions were delivered). Respondents highlighted how clo-
sures of buildings and physical spaces resulted in shifts to
long-range forms of rehabilitation. This represented how
the physical, embodied and enacted in-person compo-
nents through which rehabilitation was usually delivered
was replaced by video-conferencing platforms in which
patients and professionals connected, and interventions,
assessments and group therapies were delivered, digitally.
Delivering rehabilitation through digital means
required services to adapt creatively by thinking of differ-
ent ways they could support people with common symp-
toms and concerns (e.g. breathlessness, anxiety and
fatigue). These adaptations were not uniform; some inter-
ventions adopted a synchronous approach (e.g. providing
live group-based classes via Zoom), whilst others were
asynchronous (e.g. uploading previously or newly pro-
duced patient facing resources to websites or YouTube).

“use of AccRx on SystmOne [clinical online virtual platforms]
for video consultations, sending out more postal information
to patients. Zoom recorded and live groups sessions” (ID09
England)

“We have been developing online versions of our groups such
as Tai Chi and Fatigue and Breathlessness, these have started
running recently. Advice and exercises have been posted out
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Theme 3: Capacity to provide and
participate in rehabilitation

For professionals For patients

Sub-theme 2!
Sub-theme 1.

Shared space Reach and access

resources

ting sharec

Sub-theme 3.

: Remote and

digitised rehabilitation offer

Theme 4: Covid-19 as a springboard for
positive change

Take-home messages

e Policiesaround social/physical distancing and closures of buildings meant that the shared
spaces in which rehabilitation occurred were disrupted and fluctuated throughout the

pandemic

e This caused a predominant shift from in-person, physical delivery to online/virtual
interventions, resulting in remote and digitised forms of rehabilitation in which patients and
professionals connected virtually instead of face-to-face

e These changes affected patients’ capacity to participate in rehabilitation in varied ways; for
some, shifts to digital forms of rehabilitation enhanced reach and access, whilst for other’s
factors associated with the digital divide meant access was limited and inequitable

e They also affected professionals’ ability to delivery rehabilitation in that it forced a rapid
redeployment of roles in which they were expected to practice in different ways in a context of
constrained/disrupted resources and emotional distress

e  Covid-19 was seen as a springboard for positive change through using it as a learning
opportunity in which services (re)gain important features of rehabilitation that were lost during
the pandemic, whilst not losing valuable forms of rehabilitation that had been gained

Figure 2. An overview of findings from free-text responses in accordance with the adapted embodiedenactive clinical reasoning in
physical therapy mode (adapted from @berg et al.26).
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to individuals and we have also used accuRx for 1:1 video
assessment and treatment as indicated” (ID30 England)

“The wellbeing service has become a virtual service providing
support calls/video consultations. Support groups for patients
through the use of zoom such as the Be in Charge programme
which provides tailored support for anxiety management/
fatigue / breathlessness etc. This involves members of the
multi-disciplinary team. Lymphoedema services completing
initial patient assessment via telephone/video consultation
prior to face to face for hosiery measuring” (ID22, England)

Moreover, responding to Covid-19 also entailed being
creative in engaging family members in the rehabilitation
process (i.e. through supporting occupational therapy
assessments in patients’ homes):

“All community visits reduced and photos, relatives measuring
furniture used as first line instead” (ID45, England)

Theme 3: Capacity to provide and
participate in rehabilitation

Fluctuations in shared spaces and shifts to predominantly
remote offers of rehabilitation had consequences for the
capacity for health professionals to provide, and patients
to participate in, rehabilitation.

For patients

Sub-theme 1: Reach and access. Respondents provided
varied accounts on the impact that moving towards
remote/digital forms of rehabilitation had on the capacity
for patients to engage in rehabilitation during the pan-
demic. Some respondents perceived that this new way of
working enhanced access, meaning that rehabilitation
teams could expand their reach to people they had not
been able to reach before (e.g. people in rural areas,
younger people or those too ill/unable/unwilling to travel
to the hospice building):

“some have said that the effort of transferring to a car and
then visiting the building can be very demanding on them
and virtual input has proved more efficient for them. Family
members have also not needed to find someone to sit with
the person they care for” (ID30 England)

“The changes have largely enabled a very small palliative
rehabilitation team to expand their reach” (ID13, England)

However, changes were not always equitable. Concerns
were raised that a digital divide limited the capacity of
many patients to participate in rehabilitation, especially
those with communication/cognitive difficulties or with
no access to computers/internet. Others lacked the ability
to navigate these platforms or did not like digital forms of
care delivery:

“Physical access has been reduced and transport has not
been provided or restricted. Some patients don’t have the
ability to access technology in order to have online
appointments” (ID07, England)

“Those with communication and or cognitive difficulties
especially if don’t have access to video technology or lack or
other to advocate for them are finding access hard and
communication when wearing masks difficult” (ID61, England)

There were also concerns that the reach of digital forms of
rehabilitation were somewhat limited because certain
interventions required clinicians to be physically present
and use sensory cues to assess patients in ways that were
not possible virtually. Respondents also voiced apprehen-
sion about how the lack of face-to-face services combined
with a limited availability of PPE meant some patients in
the community could not always be seen and missed out
on important rehabilitation input.:

“Sadly in the early weeks, a few patients with COVID-19 and
severe symptoms were unable to have Physiotherapy due to
lack of appropriate PPE” (ID19, England)

“Specific treatments can only be offered if seen visually
otherwise general advice will be given” (ID29, England)

“It feels as though there are a lot of patients out there in the
community who are slipping through the net at present. We
know they are out there but due to shielding and changes to
general community input we are struggling to find patients
not already known to the Hospice/service” (ID08, England)

For healthcare professionals

Sub-theme 2: Rapid redeployment and disrupted
resources. Participants reported that, in responding to
fluctuations in shared spaces, various forms of rapid rede-
ployment occurred. As the buildings/places in which they
usually provided rehabilitation were closed, rehabilitation
staff were redeployed to support wider members of the
multi-disciplinary team. In some cases, staff used this as an
opportunity to promote and provide rehabilitative
approaches in other contexts (e.g. online and in-patient
units). In others it included providing input where other
community services had been withdrawn.

“All AHP/Rehab staff furloughed. Redeployed to NHS” (ID47
Hospice, Scotland)

“Other community services locally no longer supporting/
working in the way they usually would and therefore
workload has increased in supporting complex needs at
home. Hospice at Home service has increased and therefore
required increased support from physiotherapy and
occupational therapy” (IDO5 England)

“During the peak of the outbreak at the hospice, OT’s and
physios supported the provision of essential care at the
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hospice, working bank holidays as health care assistants or
managing incoming telephone calls with family members”
(ID37 Wales)

These forms of redeployment affected health profession-
als’ capacity to provide rehabilitation in numerous ways.
For some, this was attributable to varied degrees of self-
confidence that staff possessed in developing new models
of rehabilitation with little time to train or adapt. There
were also concerns about the practicalities involved in
supporting patients to use the technologies as well as
data protection and security:

“Finding the optimum way of using it and the practicalities of
demonstrating exercises on screen” (ID03 England)

“Lack of understanding of GDPR [General Data Protection
Regulations] for which ones we can use, lack of access to
technology for both patients and staff, unable to go to
patients to teach them how to use technology (particularly at
the start of the pandemic”) (IDO7 England)

Respondents voiced concerns that rapid redeployment of
roles and practices undermined their perceived capacity
to provide effective palliative rehabilitation, particularly
when delivering it digitally. This was because digital/vir-
tual approaches omitted the hands-on care and non-ver-
bal forms of communication that they considered as
fundamental to rehabilitation. Moreover, not every ser-
vice had been able to adapt interventions in a form that
could be delivered remotely:

“It has been difficult to connect with patients via a screen if
they are upset. Normal reliance on nuanced body language
and tone of voice has been hampered so needs to be
approached differently. In addition, telling a group that one
of their members has died has been difficult without the
opportunity to approach individuals differently (sometimes in
face to face we may choose to take a group member aside to
break the news). Not being able to offer comforting touch is
difficult” (ID14, England)

“Not having face to face does mean you lose something with
the client, that therapeutic connection. Hands on assessment
is missing” (ID54 England)

“Do not yet have a wide range of videos or presentations to
cover all usual aspects of a self-management programme”
(IDO2 England)

Confounding the issues associated with rapid redeploy-
ment and working differently for health professionals, was
operating in a context of disrupted resources. Respondents
sensed that palliative rehabilitation was sometimes viewed
as dispensable/non-essential, with constraints on timely
access to external equipment providers undermining their
capacity to source equipment that was important for
patients to function independently.

“We do not provide equipment but normally have good
relations with local teams who provide this. these teams are
working differently and those with general rehab needs are
not being seen as they are not at a high enough priority for
their current service offering” (ID30 England)

“Equipment services are not delivering non-essential
equipment in the community. Wheelchair services now have
a 9-12month wait for a review of a patient’s seating/

wheelchair”.” We’ve had to set up our own buffer store to
address this” (ID56 Scotland)

At times, patients were advised to avoid equipment, to go
without or the responsibility for acquiring the equipment
was shifted to individual patients:

“Used stock from store cupboard, advised patients on
strategies avoiding equipment. Some patients purchased
their own online” (ID12, England)

Sub-theme 3: Emotional and physical distress. Health pro-
fessionals’ capacity to deliver palliative rehabilitation was
also influenced by the emotional and physical impact (e.g.
fear, uncertainty, anxiety, stress, exhaustion, frustration
and burnout) of working in the context of the pandemic.
For some respondents, the source of emotional distress
was a consequence of attempting to fulfil job roles in a
context of disorientation, general uncertainty, rapid
changes to ways of working and fears over Covid-19:

“Anxiety within team about the virus. Uncertainty due to
differing local policies i.e. other community teams, etc’ (IDO5,
England)

“The exhaustion and disorientation felt in the early days
where the situation was rapidly evolving was particularly
difficult and stressful for all involved” (ID37, Wales)

For others, emotional and physical distress was directly
related to the changes in rehabilitation. Covid-19 meant
that the places and spaces in which teams could operate
contracted, fracturing valued in-person communication
with patients, families and team members, and disrupting
integrated working between teams and services:

“half the team had the infection which increased team
anxieties, stopped a level of patient care, delayed some
patient assessments due to sickness and isolation timescales”
(ID25, England)

“Managing morale. Team feeling more isolated. Dealing with
not being able to see patients face to face and deliver normal
service. . . Not being in their usual workspaces. Not seeing
some colleagues for months. Zoom fatigue, Covid fatigue and
resilience” (ID03, England)

Moreover, some respondents highlighted distress associ-
ated with a lack of transparency over their own and
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others job security. Over time, these issues disrupted
capacity by leading to worsening mental health, degraded
morale/motivation and, in some cases, staff leaving roles.

“communication from hospice to furloughed staff has been
poor, frustration outpatient services is not opening any time
soon, some social media comments from public about lack of
rehab service has been noted physios are looking at other
employment due to their treatment unsure if redundancies is
a possibility” (ID60, England)

“increased anxiety around job security and changes to the
hospice. Tension in the team due to disjointed and remote
working. increased workload on remaining therapists” (ID36,
England)

Theme 4: Covid-19 as a springboard for
positive change

Responding to survey questions related to innovations
and the future, respondents focussed on how palliative
rehabilitation services could use the pandemic as a spring-
board for positive change. This was through regaining
aspects of rehabilitation that patients valued but were
lost due to the pandemic (e.g. face-to-face interventions),
whilst simultaneously not losing the valuable forms of
rehabilitation that had been gained. Respondents recom-
mended capitalising on health professionals’ newfound
competencies, skills, and confidence in delivering rehabili-
tation remotely by developing hybrid approaches that
could reach more patients and with savvy use of health
professionals’ time and resources:

“Virtual groups, video consultations, more satellite clinics,
better use of time and physical resources. It has given us time
to reconsider how to deliver services to increase reach to
more patients but less intensive and less site based (perhaps
appropriately so)” (ID61, England)

“We are hoping to become more integrated with day therapy
services with their nurses looking at becoming more
rehabilitation focused. The senior management team has
had an opportunity to look at space and there will be the
development of a separate rehabilitation space with more
outpatients, gym groups, videoed sessions and virtual
groups” (ID13, England)

Respondents also saw value in maintaining developments
in integrated team working and collaborations that had
been nurtured during the pandemic. For some, potential
benefits were seen at a regional level in continuing collab-
orative working across hospice teams by pooling resources
and skillsets in order to provide more comprehensive
rehabilitative services. For others, value was seen in main-
taining more local collaborations to complement rehabili-
tation services, including drawing on community groups to
support rehabilitation in the community, upskilling

volunteers and involving the multi-disciplinary hospice
team in rehabilitation conversations/interventions:

“Closer MDT working now. We’re starting to do more
assessments with nurses to see people earlier rather than
waiting for referral. Physio will be leading on the respite and
rehab service from mid-October” (IDO7, England)

“The focus over the last few months has been in maintaining
essential community services for patients amidst concerns
about systems being overwhelmed and staffing levels being
depleted. This has meant a reorganising of services to a
regional rather than hospice level with collaboration of
community teams across several hospices. The focus of this
has not been on rehabilitation - possibly as other hospices
have a less developed rehabilitation service and possibly
because of concerns about resources during the pandemic.
The result has been the development of a reactive rather
than proactive service with no focus on rehabilitation.
However, in the long term, the potential benefits of this
collaborative working may be in having the ability to provide
more comprehensive rehabilitation services across several
hospices by pooling resources and this is something | hope to
start discussing very soon” (ID17, England)

Discussion

Main findings/results of the study

This study demonstrated how Covid-19 disrupted the
shared spaces in which rehabilitation in specialist pallia-
tive care was conducted. The shutting of buildings and
physical spaces in which rehabilitation

usually took place, combined with policies around
physical/social distancing, predominantly resulted in the
adoption of remote and digitised rehabilitation processes.
This had mixed impacts on the capacity of health profes-
sionals to deliver, and patients’ ability to participate in,
rehabilitation. Despite the disruptions and challenges that
Covid-19 caused, many respondents reflected on how the
pandemic could act as a springboard for positive future
change through the adoption of hybrid rehabilitation
approaches and the continuation of integrated/collabora-
tive working.

What this study adds

This is the first study to collect empirical data that shows
how the Covid-19 pandemic impacted the provision of
rehabilitation in specialist palliative care services, along-
side identifying innovative practice changes to inform
future provision. It builds on previous work by the CovPall
team?23531 in developing a comprehensive picture of how
palliative care services responded to the Covid-19 pan-
demic and contributes to the literature in three ways.
First, the Covid-19 pandemic severely disrupted rehabili-
tation services within palliative care. The shared spaces in
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which rehabilitation usually took place were no longer via-
ble, and workforce capacity was limited by staff shielding,
sickness, and redeployment. Rehabilitation services con-
tracted, reconfigured and redirected. These findings expose
the vulnerability of clinical teams providing rehabilitation in
palliative care services. Teams are usually small in number
and were already operating in a national context of under-
investment32 which left little slack in the system to deal
with the rapid demands imposed by Covid-19. Operating in
understaffed and under-resourced services meant the
capacity to provide rehabilitation was limited. This reso-
nates with the World Health Organisation??® global rapid
assessment of service provision for non-communicable dis-
eases which found that rehabilitation was the most com-
monly disrupted healthcare service during the Covid-19
pandemic. Within this disrupted context, respondents
sensed that rehabilitation services were perceived as non-
essential. That respondents felt the provision of rehabilita-
tion was under prioritised and resourced during the
pandemic is concerning. Increased demand is expected to
continue as Covid-19 resulted in people presenting late
with advanced symptomatic disease, compounded by
shielding related deconditioning,3? cancellations/delays in
treatments and long-Covid.34-3¢ The value of rehabilitation
as part of palliative care’s holistic approach should be rec-
ognised, implemented and resourced accordingly.

Second, this work underscores the inequities regarding
the ability of patients in rural/remote geographic areas, or
those who are too ill to travel, to access on-site rehabilita-
tion services in palliative care.3”38 This highlights how the
Covid-19 pandemic compounded already-existing inequi-
ties in palliative care3® and contributes novel insight into
the ways in which it shifted inequities. That is, as rehabili-
tation provision moved to virtual platforms, for people
who had previously struggled to attend in-person appoint-
ments and had access to/skills to use digital technologies,
access to rehabilitation improved. In contrast, for those
without access to/skills to use digital technologies, and/or
were shielding and unable/unwilling to risk in-person
appointments, access worsened. These align with previ-
ous work in palliative that has demonstrated how shifts to
online/digital service delivery has the potential to improve
access for some, but worsen it for others,%%4! and exem-
plify how the digital divide has led to new inequities in the
provision of palliative rehabilitation as services moved to
remote forms of provision to compensate for the Covid-
19 pandemic.4243

Third, our findings highlight ways in which people working
in rehabilitative palliative care services felt that Covid-19
could act as a springboard for positive future change. Covid-
19 created a ‘forced shift’ to virtual working in which services
and staff developed a digital confidence that, in some
instances, enabled them to meet increasing demand.*
Indeed, the pandemic seemed to present numerous ‘teach-
able moments’#® in which, despite considerable challenges,

respondents recognised the potential of harnessing learning
through the adoption of hybrid approaches (e.g. blended
face-to-face and remote provision) in future care. Digital
models of care that extend reach and meet increased
demand are promising ventures in reshaping and re-envi-
sioning future rehabilitation towards more sustainable forms
of palliative care. However, it is important that research and
community engagement underpin these shifts to ensure that
hybrid models are developed and delivered in equitable, cul-
turally congruent and person-centred ways that do not per-
petuate already existing, or create new forms of, inequities in
palliative care.3 Studies should build on evidence for remote
rehabilitation in cancer*46 and chronic respiratory disease,*’
with robust and theoretically informed studies of digital
health interventions in palliative care.*34° The pandemic pro-
vides an opportunity for palliative care services to reflect on
the provision of care directed to optimising function.??
Rehabilitation should not be limited to the therapies allied
health professionals provide. It is a process requiring inte-
grated multi-professional teams with rehabilitation exper-
tise0 as exemplified by holistic breathlessness services.!!

Strengths and limitations of the study

This paper has several strengths. With responses from
rehabilitation leads at 61 palliative care services, the find-
ings represent the practice of hundreds of clinicians
involved in the provision of palliative rehabilitation and the
breadth of responses is large. Our methodology was robust.
Researchers, palliative care clinicians and members of the
public contributed to the survey development and refine-
ment of survey questions following the first CovPall Survey.
Two researchers, with contributions from the wider CovPall
team, used robust and rigorous qualitative methods under-
pinned by theory. A balance was achieved between closed
and open responses in the survey and analysis, with space
provided for people to report rich data. Regarding potential
limitations, it is possible the survey did not capture views of
all rehabilitation team members, as it was completed by
team leads. Most responses came from hospices and it is
not clear if this reflects non-responses or the absence of
palliative rehabilitation from other palliative care settings.
We cannot ascertain from our data how our findings varied
across organisations according to local contractual arrange-
ments for the provision of rehabilitation.

Conclusion

This study provides evidence of the impact that Covid-19
had on rehabilitation services working in palliative care
within the UK. The pandemic forced shifts to remote pro-
vision and impacted the capacity of health professionals
and patients to deliver and participate in rehabilitation.
Evidence is provided on how the pandemic may act
as a springboard for positive future changes through the
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adoption of hybrid approaches to rehabilitation that inte-
grate remote and face-to-face provision in ways that are
able to expand reach and improve equity. Empirical views
of patients on the changes introduced have yet to be
obtained and patients voices should inform future
research around hybrid models of rehabilitation.
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