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Short report

Abstract
Objectives  Evaluations of new services for 
palliative care in non-cancer conditions are 
few. OPTCARE Neuro is a multicentre trial 
evaluating the effectiveness of short-term 
integrated palliative care (SIPC) for progressive 
long-term neurological conditions. Here, we 
present survey results describing the current 
levels of collaboration between neurology and 
palliative care services and exploring the views of 
professionals towards the new SIPC service.
Methods  Neurology and palliative care teams 
from six UK trial sites (London, Nottingham, 
Liverpool, Cardiff, Brighton and Chertsey) were 
approached via email to complete an online 
survey. The survey was launched in July 2015 and 
consisted of multiple choice or open comment 
questions with responses collected using online 
forms.
Results  33 neurology and 26 palliative care 
professionals responded. Collaborations between 
the two specialties were reported as being 
‘good/excellent’ by 36% of neurology and by 
58% of palliative care professionals. However, 
nearly half (45%) of neurology compared 
with only 12% of palliative care professionals 
rated current levels as being ‘poor/none’. Both 
professional groups felt that the new SIPC 
service would influence future collaborations for 
the better. However, they identified a number 
of barriers for the new SIPC service such as 
resources and clinician awareness.
Conclusions  Our results demonstrate the 
opportunity to increase collaboration between 
neurology and palliative care services for people 
with progressive neurological conditions, and the 
acceptability of SIPC as a model to support this.
Trial registration number  ISRCTN18337380; 
Pre-results.

Background
Palliative care has been proposed to help 
meet the needs of patients with progressive 

non-cancer conditions such as long-term 
neurological conditions (LTNCs).1 2 
However, there is little or no evidence on 
the best ways of providing palliative care 
for these patients. Should it be at the ‘end 
of life’ or earlier such as at the point of 
diagnosis? Our own phase II randomised 
controlled trial (RCT) in patients with 
multiple sclerosis (MS)  showed a reduc-
tion in symptoms and caregiving burden, 
following short-term integrated pallia-
tive care (SIPC) compared with standard 
care.3 More recently, a pilot RCT in Italy 
evaluating the impact of a new specialist 
palliative care service for patients with 
a range of LTNCs found significant 
improvements in quality of life and phys-
ical symptoms.4 Whether more people 
living with different LTNCs can benefit 
from SIPC and whether it can be routinely 
used in practice to improve care quality 
are of interest.

OPTCARE Neuro is a multicentre RCT 
evaluating the effectiveness of SIPC for 
progressive LTNCs (ISRCTN18337380). 
The SIPC service being trialled is defined 
as three palliative care visits over 6–8 
weeks. This is a phase III RCT in patients 
with a range of LTNCs including: MS, 
motor neuron disease (MND), idiopathic 
Parkinson’s disease, progressive supranu-
clear palsy and multiple system atrophy. 
The overall aim of OPTCARE Neuro is to 
evaluate the clinical and cost-effectiveness 
of SIPC to optimise care for people with 
LTNCs. In addition to understanding 
the effectiveness of this service, it is also 
important to understand and be aware of 
current service provisions and the views of 
professionals involved in providing care 
for this patient group. The complexity 
of delivering and evaluating palliative 
care services requires the accumulation of 
knowledge from multiple sources and will 
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depend on interprofessional behaviours.5 6 It is there-
fore valuable to explore clinicians’ views and opinions 
when shaping emerging services and informing future 
requirements. With that in mind, we conducted a 
short online survey with neurology and palliative care 
professionals. The main aims of the survey were to:

►► understand what current levels of collaboration exist 
between the two specialties;

►► explore the expectations and views of clinicians towards 
the SIPC service being trialled.

Methods
Research teams at six UK trial centres (London, 
Nottingham, Liverpool, Cardiff, Brighton and 
Chertsey) identified local neurology and palliative care 
professionals who were then approached via email by 
the central trial team. Professionals were informed 
that by completing the survey, they provided informed 
consent for use of their anonymised data. The surveys 
consisted of multiple choice or open comment ques-
tions, 13 (for neurology) or 10 (for palliative care) with 
responses collected using online forms. The survey 
was launched in July 2015 and closed April 2016. The 
study was approved by the National Research Ethics 
Service Committee London South East (REC number: 
14/LO/1765).

Results
The survey received responses from 33 neurology 
and 26 palliative care professionals (20% response 
rate). Two-thirds of respondents in both groups had 
over 10 years of experience in their respective fields. 
Current levels of collaboration between the two 
specialties were reported as being ‘good/excellent’ by 
36% of neurology professionals and by 58% of palli-
ative care professionals. However, nearly half (45%) 
of neurology compared with only 12% of palliative 
care professionals rated current levels as being ‘poor/
none’ (see figure  1). When asked if there were any 
particular disease areas where links were better, both 
groups reported stronger links for MND. In addition, 
both professional groups felt that the new SIPC service 
being trialled would influence future collaborations 
for the better (65%–70% in both groups).

Participants were also asked what they thought 
would be the main barriers for the new SIPC service 
(see table 1). The most commonly identified barriers 
by neurologists were resources, clinician awareness 
of services offered, continuing collaborations and 
communication between teams beyond the trial and 
geographical limitations. Similarly, palliative care 
professionals also identified resources and clinician 
awareness (and, importantly, the appropriateness of 
referrals they may receive) as barriers. However, the 
key barrier they identified was that there may be a 
possible need for longer-term care beyond that offered 
by the SIPC service. They also drew attention to patient 
perceptions of palliative care as a potential barrier.

Discussion
Our results demonstrate that collaborations can be 
improved and both specialties are positive about the 
impact the new SIPC service will make. However, 
the barriers identified highlight areas for consider-
ation and further exploration. Patient perceptions of 
palliative care was identified as a potential barrier to 
the successful integration of neurology and palliative 
care services. It is equally important for neurology 
professionals to have the right understanding of palli-
ative care and to recognise the potential benefit of 
palliative care for their patients. Indeed, previous 
studies have demonstrated that the topic of palliative 
care can still often lead to anxiety in patients, care-
givers as well as healthcare professionals.7 8 There is 
an emphasis on the need for integrated working along 
with improved education and awareness in order to 
make palliative care more recognised and more acces-
sible for non-cancer conditions such as LTNCs.9 10 As 
reported by both specialties, resources must be care-
fully considered and systems developed for calling on 
palliative care specialists when truly necessary. The 
small number of respondents highlights the chal-
lenges of conducting research among busy health 
professionals; however, the geographical variation is 
an advantage of the survey.

Conclusions
Our results demonstrate the opportunity to increase 
collaboration between neurology and palliative care 
services for people with progressive neurological 
conditions, and the acceptability of SIPC as a model 
to support this. This survey will be repeated at the 
end of the trial to understand how collaborations 

Figure 1  Neurology and palliative care professionals’ ratings 
of their current levels of collaboration with the other specialty.
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Table 1  Barriers identified by professionals

Neurology professionals

Resources “Workload volume”

“Increasing number of referrals will put the service to the same problem as in other healthcare foci - waiting times and 
availability may fall behind which happens to all services sooner or later. Sadly, the better services the sooner you will use your 
resources”

“Resources and how best to communicate with varied services/provision”

“Social care funding. Pent up demand”

“Cost”
Clinician awareness and 
acceptance

“Knowing what services are available in localities”

“Awareness, especially in primary care”

“Clinician awareness”

“Senior medics previous practices”

“Getting themselves trusted by the consultants”
Continuing 
collaborations and 
communication

“Creating good links between the MS team and the palliative care team”

“Communication issues between different care providers”

“Ongoing joined-up work to ensure care continuity and no repetition of service provision”

“Establishing a robust and efficient process for communicating with all disciplines involved in the patient's care …”
Geography “Geographical limitations - a lot of our patients are not local”

“Geographic’s”

“Many of our patients live a long way from the centre to allow active engagement”

Patient perceptions and 
acceptance

“Patient resistance”

“The term hospice which often patients and families feel has a strong association with immanency of dying. People often 
express fear of contact with a hospice if they do not feel that they are close to death”

Palliative care professionals

Longer-term service 
provision

“Recognising the need but not being able to back it up with longer-term intervention”

“Short-term intervention and longer-term follow-up and review may be needed”

“Discharging patients after a short intervention, particularly if the service has made a difference to patient and families”

“Discharge at the end of the intervention may be difficult as the patient has benefited from the intervention and may be 
reluctant to stop it. This may be particularly difficult also for carers…”

“Ending the contact after specified time as I think we are generally not very good in SPC at discharging patients/terminating our 
involvement…”

“Time constraints - therapy intervention cannot always be addressed and completed within 6–8 weeks and require longer-term 
follow-up…”

Resources “Workforce concerns for current team delivering SIPC”

“If successful, there would be funding/capacity issues if the service was to continue”

“Time, money”

“Time pressures especially if majority want home visits”

“Time and resources”
Clinician awareness and 
acceptance

“Lack of understanding what can be done. Not appreciating the importance for regular review”

“Recognition of need for palliative care”

“Making sure all teams aware how to access service & aware of its role”

“I think there is a mismatch between what neurology think palliative care can offer and what we think we can offer…”
Patient perceptions and 
acceptance

“Patient and carer perceptions of palliative care and the role of specialist palliative care teams”

“Reluctance to attend due to preconceptions of hospice being only for people to die in rather than seeing us as a team to help 
manage symptoms and discharge back to community care - with ongoing support as necessary”

“Patients who feel they have already tried everything and are fairly rigid in their approach to trying different ways of doing 
things, for many versed and valid reasons”

MS, multiple sclerosis; SIPC, short-term integrated palliative care; SPC specialist palliative care.
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and views have changed, whether the SIPC service 
has affected the care process and to identify areas for 
improvement. These survey results will be integrated 
with the qualitative trial findings to provide a wider 
context about the effects of SIPC on the processes 
of care, and the ways in which it might be working 
effectively.

Acknowledgements  The authors thank the research teams in 
the six UK sites for facilitating this work and the neurology 
and palliative care professionals who took the time to complete 
the survey. The authors also thank the OPTCARE Neuro PPI 
committee, in particular Dr Cynthia Benz, for their comments 
and support in the preparation of this report.

Contributors  NH was responsible for the data collection, data 
analysis and for the initial draft and subsequent versions of 
this manuscript. WG, CJE, DJ, LMW, AB, VC, KEG, FL and 
IJH all contributed to the conception and design of the work, 
commented on the initial draft and approved the final version 
of the manuscript. 

Funding  WG, CJE, DJ, AB, VC and IJH had financial support 
from the National Institute for Health Research (NIHR), 
Health Services & Delivery Research programme (HS & DR) 
(12/130/47) for the submitted work. WG and IJH also had 
financial support from the NIHR Collaboration for Leadership 
in Applied Health Research & Care (CLAHRC), South 
London. In addition, CJE is funded by an Health Education 
England/NIHR Senior Clinical Lectureship and IJH holds an 
NIHR Emeritus Senior Investigator award.

Disclaimer  The views expressed are those of the authors and 
not necessarily those of the National Health Service, NIHR or 
Department of Health.

Competing interests  None declared.

Ethics approval  National Research Ethics Service Committee 
London South East.

Provenance and peer review  Not commissioned; externally 
peer reviewed.

Open Access  This is an Open Access article distributed 
in accordance with the terms of the Creative Commons 
Attribution (CC BY 4.0) license, which permits others to 
distribute, remix, adapt and build upon this work, for 

commercial use, provided the original work is properly cited. 
See: http://​creativecommons.​org/​licenses/​by/​4.​0/

© Article author(s) (or their employer(s) unless otherwise 
stated in the text of the article) 2018. All rights reserved. 
No commercial use is permitted unless otherwise expressly 
granted.

References
	 1	 Turner-Stokes L, Sykes N, Silber E, et al. Long-term 

neurological conditions: management at the interface between 
neurology, rehabilitation and palliative care. Clin Med 
2008;8:186–91.

	 2	 Gomes B, Calanzani N, Curiale V, et al. Effectiveness and cost-
effectiveness of home palliative care services for adults with 
advanced illness and their caregivers. Cochrane Database Syst 
Rev 2013;6:CD007760.

	 3	 Higginson IJ, McCrone P, Hart SR, et al. Is short-term palliative 
care cost-effective in multiple sclerosis? A randomized phase II 
trial. J Pain Symptom Manage 2009;38:816–26.

	 4	 Veronese S, Gallo G, Valle A, et al. Specialist palliative care 
improves the quality of life in advanced neurodegenerative 
disorders: NE-PAL, a pilot randomised controlled study. BMJ 
Support Palliat Care 2017;7:164–72.

	 5	 Evans CJ, Harding R, Higginson IJ, et al. 'Best practice' in 
developing and evaluating palliative and end-of-life care 
services: a meta-synthesis of research methods for the 
MORECare project. Palliat Med 2013;27:885–98.

	 6	 Craig P, Dieppe P, Macintyre S, et al. Developing and 
evaluating complex interventions: the new Medical Research 
Council guidance. BMJ 2008;337:a1655.

	 7	 Golla H, Galushko M, Pfaff H, et al. Multiple sclerosis and 
palliative care - perceptions of severely affected multiple 
sclerosis patients and their health professionals: a qualitative 
study. BMC Palliat Care 2014;13:11.

	 8	 Strupp J, Voltz R, Golla H. Opening locked doors: Integrating 
a palliative care approach into the management of patients 
with severe multiple sclerosis. Mult Scler 2016;22:13–18.

	 9	 Curie M. Triggers for palliative care: improving access to care 
for people with diseases other than Cancer. Marie Curie 2015.

	10	 Quill TE, Abernethy AP. Generalist plus specialist palliative 
care – creating a more sustainable model. N Engl J Med 
2013;368:1173–5.

 on A
pril 19, 2024 by guest. P

rotected by copyright.
http://spcare.bm

j.com
/

B
M

J S
upport P

alliat C
are: first published as 10.1136/bm

jspcare-2017-001354 on 3 A
ugust 2017. D

ow
nloaded from

 

http://creativecommons.org/licenses/by/4.0/
http://dx.doi.org/10.7861/clinmedicine.8-2-186
http://dx.doi.org/10.1002/14651858.CD007760.pub2
http://dx.doi.org/10.1002/14651858.CD007760.pub2
http://dx.doi.org/10.1016/j.jpainsymman.2009.07.002
http://dx.doi.org/10.1136/bmjspcare-2014-000788
http://dx.doi.org/10.1136/bmjspcare-2014-000788
http://dx.doi.org/10.1177/0269216312467489
http://dx.doi.org/10.1136/bmj.a1655
http://dx.doi.org/10.1186/1472-684X-13-11
http://dx.doi.org/10.1177/1352458515608262
http://dx.doi.org/10.1056/NEJMp1215620
http://spcare.bmj.com/

	Integrating palliative care into neurology services: what do the professionals say?
	Abstract
	Background
	Methods
	Results
	Discussion
	Conclusions
	References


