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Long-term neurological conditions:
management at the interface between neurology,
rehabilitation and palliative care

Lynne Turner-Stokes, Nigel Sykes and Eli Silber, on behalf of the Guideline Development Group™

ABSTRACT - Long-term neurclogical conditions
(LTNCs) comprise a diverse set of conditions
resulting from injury or disease of the nervous
system that will affect an individual for life. Some
10 million people in the UK are living with a neu-
rological condition which has a significant impact
on their lives, and they make up 19% of hospital
admissions. These guidelines build on the Quality
Reguirements in the National Service Framework
for Long-term (Neurological) Cenditions to
explore the interaction between specialist neu-
rology, rehabilitation and palliative care services,
and how they may best work together to provide
long-term support for people with LTNCs and the
family members who care for them. The guide-
lines also provide some practical advice for other
clinicians when caring for someone with an LTNC,
and outline indications for specialist referral. This
article provides a brief summary. Full details of
the methods and literature evaluation, as well as
tools for implementation, are available in the fuil
guideline.

Background

Long-term neurological conditions (LINCs) form a
diverse set of conditions resulting from injury or dis-
ease of the nervous system that will affect an individual
for the rest of their lives. They include:

o sudden onset conditions {eg acquired brain
injury of any causc (including stroke), spinal
cord mjury)

» intermittent conditions {eg epilepsy)

+ progressive conditions (eg multiple sclerosis
(M3}, motor neurone disease (MND),
Parkinson'’s discase (PD) and other
neurodegenerative disorders)

s stable conditions with/without age-refated
degencration (eg polio or cerebral palsy},

Taken together, ETNCs are more common than most

clinicians realise. Some 10 million people in the UK

are living with a neurological condition which has a

significant impact on their lives, and they make up

19% of hospital admissions.!

The Department of Healtl's National Service

Framework {NSF) for Long-term Conditions was
published in March 2005, Although much of the
guidance applied to anyone living with a long-term
condition, the main focus of the document was on
neurological conditions. To avoid confusion with
other policy documents contained within the Long-
term Conditions Strategy (which includes the frame-
works for renal services and for diabetes) the NSEF has
subsequently been re-badged as the NSF for Long-
term {Neurological) Conditions, The NSF advocates
lifelong care for people with LINCs.2 1t highlights
the need for infegrated care and service provision
including specialist neurclogy, rehabilitation and
patliative care services, but also stresses the impor-
tance of other clinicians being aware of the particular
needs of this group of patients when they present for
treatment of other conditions.

When someone with an LINC is admitted to a
general hospital setting for a procedure or intercur-
rent illness, hospital staff are required to manage
both the acute iliness and the LTNC. Many patients
arc maintained on finely tuncd management
routines, cg 24-hour spasticity management pro-
grammes, (reatment {or PD symptoms, or bladder/
bowel regimens which, if disturbed, may lead 10
increased morbidity and distress, and can take
weeks Lo re-establish. In addition, patients require an
accessible environment and access to their usuval
equipment, eg wheelchair, communication aid. The
NST emphasises the importance of recognising the
expertise of a person and their family in the manage-
ment of the condition, of maintaining close contact
with the individual’s reguiar team, and of calling for
specialist help, if required. As many generalists have
received little training in these areas of cinical
practice, however, they are sometimes uncertain
about the type of help that the different services can
offer for people with FTNCs,

* This guidance was prepared on behalf of the multi-
disciplinary Guideline Development Group (GDG)
convened by the National Council for Palliative Care
and the British Society of Rehabilitation Medicine in
association with the Clinical Standards Department
of the Royal College of Physicians.
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Long-term neurological conditions

The guidelines

Recommendation Grade
A General service coordination
Neurology, rehabilitation and palliative care services should develop closely coordinated working links E1/2
to support people with long-term neurological conditions (LTNC) from diagnosis to death, including:
e proper flow of communication and information for patients and their families
e a designated point of contact for each stage in the pathway
® a needs assessment identifying the patient’s individual problems.
B Neurology services
1 A person who is suspected of having an LTNC should be referred promptly to a specialist neurological RA
service for investigation and diagnosis
2 A person who is confirmed to have an LTNC should have: RA
® ongoing access to specialist neurological services for disease-modifying treatment, if appropriate
® ongoing support and advice with regard to management of their condition and its sequelae RB
e support from specialist neurological nurses for practical advice on living with their condition.
C Rehabilitation services
1 A person with an LTNC should be referred to a specialist neurological rehabilitation service if:
e they develop significant disability or symptoms such as incontinence/spasticity management/ RA
nutrition/pain/depression which fall within the remit of the rehabilitation physician and may
require an interdisciplinary approach and/or
e their circumstances change in a way that affects their independence or participation in their
current environment.
2 A person with significant ongoing disability due to an LTNC should have timely and ongoing access
to specialist neurological rehabilitation and support services which include:
e initial needs assessment and provision of support according to the list in Table 1 E1/2
® ongoing integrated care planning — including an annual multi-agency needs assessment including
health, social services, and voluntary sector input
e coordinated service provision in accordance with changing need, including equipment, environmental
adaptation, rehabilitation for vocation/leisure, psychosocial support.
D Palliative care services
1 A person with an LTNC should be referred to specialist palliative care services if they have: RB
e a limited lifespan — usually 6-12 months, and/or
e distressing symptoms ~ especially pain, nausea and vomiting, breathlessness, which fall within the
remit of the palliative physician, and/or
® a need or desire for end-of-life planning, with or without competence issues.
2 A person who is dying from an LTNC should have timely and on-going access to specialist palliative RB
care services which include:
e symptom control
e planning and support to the end of their life
e aftercare and bereavement support for their families.
Clinical Medicine Vol 8 No 2 April 2008 187
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The challenge of lifelong care for people with e In general, neurological conditions have a longer and more
LTNCs variable time course — it is often hard to determine exactly
o ) ) o when a patient is entering the terminal stages of life.
The place for palliative care in non-cancer patients is increas-
ingly recognised,™® especially in rapidly fatal neurological con-
ditions such as MND,"* and many guidelines now recommend
carly referral to palliative care services.®*!'? Towever, there are
sorae significant differences in the palliative care needs of people
4,00,12

e Symptoms are diverse, and many patients have complex
disabilities which include cognitive, behavioural and
communication problems as well as physical deficits.
Pailiative care teams used to caring for people who can talk
to them may find it challenging fo manage someone with

with LTNC, compared with cancer. . ) - .
profound dysplasia or cogaitive dysfunction.

Table 1 Key roles of neuralc:gy, mhabﬂltatlon and pa!llatwe care serwces in. supportmg peopte wrth iong-term neurologtcal
::condmons : : } - S S e B . : o

’ Neuro!ogy L ) o Rehabilitation . e s o R "_P_a'll_ia_tive_ care " -

. Invest«gation and diagnosis ~ . Ongomg medlcal management mcludmg Sa Mu_itinpr_bfes_sional maha\_gefnent;of_ :
* information about condition and ‘ - dlagnosm/mvestlgatmn basgd on = R _' distressing symptoms, u'suaily in patienis

‘prognosis _ fonger-term observation - T with limited life expectancy or rapidly -
. . . . e interventions for long-term L progressive conditions. Particulariy:

Ongoing specialist advice - . symptoms, eg spasticity, nutrition, — - pain, nausea and vomltmg, L
+ Jreatments to modify the disease _ . 'pain, depression, bladder and bowel " breathlessness

process, eg: programmes ; . . —. anxiety/depression, insemnia

= interferon, steroids etc »  Practical holistic support and dusablhty - ‘management of confusion, agitation
+ Interventions for neurological sequelae, management . in conjunction with psychiatric and

eg: — restoring independence where psyctology services

- seizures : © possible - ©+ Support for end-of-life decisions and

- tremors, and cther abnormal . s ~ ‘supported care cn fong-term " advance care planning, eq: .

- movements S . -complex disability (neuropal!latwe - = advance statemenis and decisions -

- dystonia ' L rehabiitation) : : : . ~ . choice over place of care
+ Practical advice from specialist nurses, .. Coordinated multidisciplinary team - - -~ — -assessment of capacity in relatron tO

g for: o inferventions including physio, O/T, SLT, - + ‘these decisions :

— incontinence, pain psychology, SW, orthotists ' '+ Support of the dymg person and thew

= -sources of additional he!p and - Aids and-equipment; S : ' famlly. eqg:

: s.uppor-( "~ eg wheelchairs, env:ronmema! control - ‘psychosocial
- I.mks with the .vo[untgry sector.etc - systems. ) o = - welfare
‘ ™ spsntuai

*- ‘Planning and suppcrt

~ integrated care planning - between '+ Bereavement counse[lmg

", health, social services, voluntary + - -Advisory/liaison service. g
. services etg . o S = links to local palllatwe ‘are resources
= support for benefits, housmg, Sl . __and teams | ) :
‘adapted accommeodation etc : : L _'_Professmnal educatmn in the
'-.__ -vocatlonai rehab:htatmn educatron ; . provision of genenc pathatwe care
o leisure. il Ut and support - :
- drwrng/commumty mob|hty Lo e Provision and coordlnation of

i .'.Communlcataon and psychosoctal
. '-support :
adjustment for long-term dlsabihty
. 'for _patients and ‘their families/carers .
- supported. comimunication for 1
::-:cagmtive/commumcation mpanrment

commumty support serwces

: 'behavaours (lﬁcluding verbaf and
. '-.physrcai aggressnon) in. conjunchon
-wnth neurc—psychiatnc semces ;
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Many physicians think of rehabilitation as a short-term inter-
vention following a single incident illness or injury. However,
long-term disability management is also a core element of many
rehabilitation services, which often work in the community to
support people to the end of their lives.”'* In addition, specialist
nurses (for example in MS, MND or PD) can be a further source
of long term support.'!® Given the current financial pressures
on the NHS, an understanding of the interface between neu-
rology, rehabilitation and palliative care is critical to ensure that
services work together to provide joined-up care for people with
LTNC, rather than duplicating care provision and competing for
scarce resources.’

Guideline development

These guidelines build on the NSF Quality Requirements to
explore further the interaction between specialist neurology,
rehabilitation and palliative care services, and how they may best
work together to provide long-term support for people with
LTNCs and the family members who care for them (see the
guidelines). They also provide practical advice for other clini-
cians who may find themselves caring for someone with an
LTNC, as well as outlining indications for specialist referral.

e They were drawn up in accordance with the Appraisal of
Guidelines for Research and Evaluation system for
guideline development.

e For evaluation of the evidence, the same typology and
grading system developed for the NSF for Long Term
Conditions.'® The typology is designed to place value on
the experience of users and professionals (Expert evidence
El and E2 respectively) as well as research-based evidence,

Fig. 1. The interaction
between neurology,
rehabilitation and palliative
care services in management
of patients with long-term

Neurology
neurological conditions.

Diagnosis
Investigation
Disease modification

Rapidly
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and also to value high-quality research regardless of the
design,

e Full details of the methods and literature evaluation, as well
as tools for implementation, are available on the Royal
College of Physicians’ website, www.rcplondon.ac.uk.

A cross-sectional survey of specialists in neurology, rehabilita-
tion and palliative medicine was undertaken in preparation for
the guidelines and has provided some closer definition of their
respective roles in caring for those with LTNC.!” These are
shown in Table 1 and illustrated in Fig 1. These should be used
as a guide — the roles described will vary between different spe-
cialists and different clinical services. However, non-specialist
clinicians may find this a useful resource when considering
referral for specialist help with a given problem.

Implications for implementation

The literature review and survey both highlighted gaps and defi-
ciencies in the services at every level. Rehabilitation and pallia-
tive care have long been ‘Cinderella specialties’ within the NHS
and to a certain extent the need for investment is inevitable.
However, much could be done to develop the use of current ser-
vices, by improving communication and networking between
specialist and local services, and enhancing coordination
between the specialties.'®

Training and tools for implementation

A key step in implementing these guidelines is improved
training. The required skills and competencies can be achieved
through enhanced recognition of the importance of rehabilita-

Rehabilitation

Physical management
Management of:

« Cognitive/communication
deficits

Profound brain injury

long-term

Symptom
control

Neuropalliative
rehabilitation
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A checklist to guide clinicians when a patient witl an LTNC is
admitted to a general hospital is shown in Table 2. A furthey set
of tools to guide management of specific symptoms including
incontinence of bladder and bowels, pain, breathlessness, and
nausea and vomiling is offered in the {ull guidelines.!?

tion and palliative care alongside other basic medical and sur-
gical skills in the training curriculum. Extra training and expo-
sure for trainees within the three specialiies may be achieved
through placements and joint training days 1o pool knowledge
and enhance the opportunity 1o share skilis and experiences,

: Table 2, Checkllst for the management of pet:ents WIth a Iong-—term neurologlca! condatlon (LTNC) when admltted_to a generai ._
hospltal warci S ; S . LR X i : v

fBackground I o : :
' Patlents wrth LTNCs may be admatted to hospltal for a vanety of reasons mciudmg
"_: exacerbatlom of progression of d|sease : L

o comp]lcation of disgase (eg rnfecnon,fpressure seres)
“+ - an unrelated problem '

“These admissions are often peorly managed in general wards where the teams. do not always have the expenence and resources to manage '_ '
people w:th compiex neurologlcal problems . . . :

REMEMBER: : : :
Patients with LTNCs and their families or carers are often expert at managing the dlsease and medn:atlons T
They live with the consequences of the management decisions that we make. Consider and respect their advice and \mshes -

Prior to admission consider: . Review in hq_spita_l: - co_ntr‘nued

+ Is the admission necessary?
— s it appropriate given the level of disability/prognosis?
- Can this be managed as a day case/in the community?

» . Plan the admission/coordinate with the team caring for them.

“On admission:

« inform the neurolog|cal/rehab1litatlonjpalliatwe care team carmg
for the patient.
* ~ +.Obtain old notes.

. Check medication and continue unless contramdlcated (especnaily '

) antt-ep]lephcs and antl-Parkmsoman medication).
-+ Check that the patient has been admitted with their equ:pment
~{hearing aids, communication aids, adapted whee1cha|r) and that
-staff are capab!e of using this. -~ S

“* Theck their competence to make deusmns regardmg thelr care 15 e

there an ad\rance dlrectwe {AD)? -

Cognition: :
~ beware of an acute detenoratlon w:th illness medlcatlon

Depress:on
= trlggered by. hosp:tahsatlon/change in condltlon/pam

“Pain: is important.. In addltuon to the acute prob]em pam may be
_due to a combination of:

- neuropathlc pain (wh;ch may respond to antl-epliept;cs and -
tricyclics) . :

- spasticity - e :
- muscuioskeietal pam -~ pay. careful attention to posmonmg

If-considering a procedure, cbnsider once agai_n;'

31__"and prognosrs" ;
“Does. the patuent have capamty to consent - rs there an AD"

is thls approprlate gwen thelr underlymg neurologlcai condlt;on i

ZResptratory funr:tmn - 45 there need for anaesthetzc adwce’r’

-'Rev‘iew in hespitai:

o ._Priqr to_di_sc’harge:

. Posture and spast|<:|ty management especrally W|th pa;n
L __:nfectaon fractures Neurophyssotherapy rewew is often helpful

N Pressure sores and management strategy to prevent these
A Antucoagu[atron prophyiaxas to prevent deep vein thrombosxs
s B!adder s the patlent contlnent'? In retention? SR ;

. "j :Boweis is the patnent mcontment/consnpated?
'-—_- especrally with altered d:et/op:ates

. Review. and restart the care package = rewse_af necessary.
Ve '_:'!nform the team that usualiy cares for the patient in hospital, n

. -.Cons;der whether the home set-up is appropnate was thss the

--ﬁ-tr;gger for admlssmn’ R . P

::.:Assess how the patlents dlscharge affects the fam|ly and thelr a5
- ability to cope.. : L :
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