


ForEword 
by proFEssor barbara wilson obE, 
prEsidEnt oF thE EncEphalitis sociEty

It is with great pleasure that I write the foreword 
to this guide for primary and community care for 
survivors of encephalitis. The guide is based on 
a research study into the after-effects and social 
consequences of encephalitis in adults. The work 
was carried out by Sally Stapley, Karl Atkin and 
Ava Easton from the University of York and the 
Encephalitis Society.

I saw my fi rst patient with encephalitis in 1979 when I started work at Rivermead Rehabilitation Centre in Oxford. There 
was no Encephalitis Society at that time. Although I was perfectly able to carry out a neuropsychological assessment 
and help the team plan a rehabilitation programme, there was little known about the particular problems of these 
patients: there was certainly no support for families; we had poor understanding about the long term prognosis 
of encephalitis; and even accurate diagnosis was a hit and miss affair. Through my work, I knew only too well the 
devastating effects of this illness on families and individuals. In 1994 I heard about the support group from Elaine 
Dowell, the founder member of The Encephalitis Society (formerly the Encephalitis Support Group). For many years 
she was the main spokesperson for this Society and she has seen it grow from a small group of parents of children who 
survived this illness to a fl ourishing Society encompassing parents, neurologists, neuropsychologists, psychiatrists, 
occupational therapists, speech and language therapists and, of course, adults who have survived encephalitis. The 
Encephalitis Society now holds its own conferences, produces literature to help families and professionals and funds 
research.  Ava Easton joined the Society a few years ago and has shown passion and fl air in her pursuit of the aims of 
the Society. Without Elaine and Ava’s tireless and passionate commitment, it is unlikely that this Society would have 
survived or grown to its present level.

Patients most frequently referred for neuropsychological rehabilitation in my own fi eld of brain injury rehabilitation are 
those with traumatic brain injury. Survivors of encephalitis, however, are common, for although it is a rare illness in 
the United Kingdom, many survivors will remain with cognitive, emotional and psychosocial problems and thus be 
referred for neuropsychological rehabilitation. Before the Encephalitis Society was established in 1994, there was 
almost nowhere for families to go for information, advice or support. Today, it is the fi rst port of call for families and 
also for many professionals. As a result of all the work of the Society, and their partnership with the University of York, 
we now have this extremely useful and readable guide, which will be much appreciated by all those whose work brings 
them into contact with people who have sustained encephalitis and their families.  It will also provide a considerable 
body of information for policy makers, health care commissioners and others who might be in a position to take 
action to alleviate some of the problems caused by encephalitis. Sally Stapley, Karl Atkin and Ava Easton are to be 
congratulated on this valuable work.

Barbara Wilson is also Senior Scientist at 
the Medical Research Council's Cognition 
and Brain Sciences Unit, Cambridge and 
founder of the Oliver Zangwill Centre for 
Neuropsychological Rehabilitation, Ely. 
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pagE introduction

This guide to acquired brain injury for primary and community care practitioners has been developed as the result of a 
research study into the after-effects and social consequences of encephalitis in adults by the University of York and the 
Encephalitis Society. The guide may also be of use to professionals allied to primary care and social care practitioners, 
as well as healthcare commissioners and policy makers. Further, many of the practice guide points are relevant not only 
to post-encephalitic brain injury but to traumatic and other forms of acquired brain injury (ABI).

In addition to the project mentioned above, this evidence-based guide has been informed by existent literature and 
guideline documentation relevant to acquired brain injury, including the NSF for Long-Term (Neurological) Conditions 
(2005) and the Darzi review (2008), High Quality Care for All. The guide also refers to service commissioning and more 
general policy and practice implications relevant to Primary Care Trusts.

Encephalitis is a complex illness and one which practitioners may rarely encounter. It is often diffi cult to diagnose 
and can result in multiple post-encephalitic after-effects. Therefore, the aim of this guide is to provide information and 
recommendations on encephalitis and acquired brain injury generally, in order to aid professionals in their practice. 
The guide focuses on providing adequate care from the acute stage of the illness through to hospital discharge, 
rehabilitation and managing post-encephalitic sequelae in the context of ongoing services. It also depicts the long-
term consequences of encephalitis and other acquired brain injury for family carers, in particular noting how such 
carers are entitled to a separate assessment of their needs. 

The Encephalitis Study (Stapley et al, 2008), which informs this guide, comprised a postal survey of Encephalitis 
Society members (based on 717 usable returns), and interviews with those who have had the illness, their family 
members (carers) and health and social care professionals, familiar with encephalitis and/or acquired brain injury. 

In the postal survey for the project, approximately 50% of post-encephalitic patients reported having consulted their 
GP about their ABI within the previous six months. Moreover, GPs might be the family’s only point of service contact 
because of a ‘gap’ between acute and follow-up care, as reported by the project’s service practitioner interviewees. 
In isolation from service support, families may struggle to cope with post-encephalitic sequelae such as mobility 
problems, epilepsy, fatigue, cognitive impairment, and personality and behaviour change. The lives of families are also 
likely to be affected by the broader social consequences of encephalitis. 

Post-injury, individuals may no longer be able to continue working. They may become socially isolated as their 
relationships with others alter and they struggle to cope with the activities of daily life.  At the same time, and in 
becoming carers, their families are affected by disruption to their own lives and also by their relatives’ personality 
changes, which can often be experienced as a form of complicated bereavement.  Often the specifi c needs of family 
carers are overlooked by services.

In acquired brain injury, such as post-encephalitic ABI, the impact on the quality of life of individuals and their families 
may be considerable. This good practice guide is intended as a useful resource to which general practitioners and other 
professionals can refer, in order to inform their practice in the long-term care of patients and their families after ABI. It 
includes information on the diagnosis of encephalitis, post-encephalitic sequelae and their social consequences, and 
provision of ongoing services.

In writing this guide, however, we are aware that we are outlining what ought to happen, in an ideal world.  Local 
diffi culties in how services are co-ordinated and organised sometimes make it a problem for practitioners to offer 
accessible and appropriate support.  Nonetheless, evidence suggests that those affected by encephalitis and their 
family members do not get a particularly good deal from current service provision and this guide offers some suggestions 
and recommendations as to how these problems can best be addressed.  
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1. Encephalitis: diagnosing the acute illness

Encephalitis is inflammation of the brain caused by infection (usually viral) or by autoimmune disease.  Encephalitis 
is indiscriminate, striking adults and children alike, showing no respect for age, gender, ethnicity or culture.  Mortality 
rates are high and many of those who survive are left with an acquired brain injury, the degree and severity of which 
will vary (Easton et al., 2007).  

Encephalitis is notifiable under Public Health (Infectious Diseases) Regulations, although most cases go unreported.  For 
example in the last decade there was a peak of 33 cases notified in 1997 compared to around 700 per year estimated 
from hospital data (Granerod, 2009).  There are currently no accurate figures for the incidence of encephalitis in the UK; 
a study by The Health Protection Agency (HPA) into the aetiology and epidemiology of the illness in England is ongoing 
and results should soon be available
(http://www.hpa.org.uk/webw/HPAweb&HPAwebStandard/HPAweb_C/1195733813070?p=1191942149529). 

Early diagnosis of encephalitis means faster treatment of the illness. However, even with early administration of anti-
viral therapy in herpes simplex encephalitis, almost two thirds of child and adult survivors of the illness have significant 
post-encephalitic sequelae (Whitley and Kimberlin, 2005; McGrath, 1997).

Acute encephalitis
Encephalitis is a complex illness, difficult to diagnose and easy to confuse with other encephalopathies or with 
psychiatric illness. The Liverpool algorithm for diagnosing suspected viral encephalitis is a useful tool to aid the 
differential diagnosis (see Solomon, 2007). Individuals may present with flu-like symptoms which develop into fever, 
severe headache, nausea, vomiting, altered consciousness and seizures, although these symptoms will vary (see 
Figure one). Fever may often be overlooked and altered consciousness wrongly attributed to drugs or alcohol. A CT 
scan may be normal early into the acute illness.  Molecular, serologic and other methods may also be insufficient to 
detect the exact causal agent of encephalitis. Therefore, in more than half of all cases of encephalitis, the exact causal 
agent is never known (Booss and Esiri, 2003).

Mild presentations of encephalitis
‘Mild’ cases of encephalitis are particularly difficult to identify as symptoms may be less severe and not result in 
hospitalisation (Cunha & Halperin, 2007). Such cases may be missed and later confused with psychiatric illness 
as post-encephalitic difficulties such as memory and concentration problems emerge. In the encephalitis project, 
several interviewees had been given an initial or ongoing psychiatric misdiagnosis from primary and/or secondary 
care practitioners. The possibility of psychiatric illness was difficult for individuals to reconcile with the experience of 
their symptoms. People felt blamed for their problems and that no one believed what they were going through: “I was 
accused of being depressed”.  This also meant later that individuals had to cope with a post-encephalitic brain injury 
without appropriate service support. In the encephalitis study, one individual’s sequelae were attributed to depression; 
it was several years before further assessments identified the source of his myoclonic jerks as brainstem damage 
resulting from encephalitis. Therefore, retrospective diagnoses of encephalitis can occur. This is not only important 
clinically but is also relevant to an individual’s sense of who he or she is.

According to in-patient Hospital Episode Statistics for England (http://www.hesonline.nhs.uk/), there were 
171,265 hospital admissions for head injury in 2006-2007. These included 1,062 focal brain injuries, 2,122 diffuse 
brain injuries and 7,768 traumatic subdural and subarachnoid haemorrhages. 

During the same period, there were 1,335 cases of encephalitis plus 1,205 cases of ‘other’ and ‘unspecified’ 
encephalitis, myelitis and encephalomyelitis. These 1,335 cases include 355 herpes encephalitis cases, 82 of 
varicella encephalitis, 78 cases of zoster encephalitis, 179 ADEM cases (acute disseminated encephalomyelitis), 
and 577 viral encephalitis cases of unspecified cause.  

Reaffirming the diagnosis
Some individuals may not realise they have had encephalitis, either because they were never told when in hospital or 
because they cannot remember what they were told. Consequently, it is important to ensure individuals are aware of 
the illness and its implications and remember that their need for information is ongoing, changing over time. Where they 
have had the illness in childhood, individuals’ post-encephalitic difficulties may become apparent in later childhood, 
adolescence and early adulthood. Often, children may grow up without realising they once had encephalitis, so that, 
for example, behavioural problems in adolescence are not attributed to the illness. Therefore, it is imperative to link 
back to the episode of encephalitis, in order to ascertain if seemingly nebulous difficulties can be attributed to post-
encephalitic acquired brain injury. Admittedly, this might be especially difficult when trying to make sense of the social 
impact of the condition on someone’s life, but people can struggle to understand what is happening to them, without 
some framework in which to give meaning to the consequences of encephalitis. Having said this, it is equally important 
that not every subsequent illness or symptom is attributed to having had encephalitis.  Judgement is required. Thorough 
history-taking and appropriate tests should still be conducted where new conditions and symptoms emerge.  

Practitioners should be vigilant to the symptoms of potential encephalitis cases. Early diagnosis 
and treatment of the illness are crucial in limiting the risk of mortality and acquired brain 
injury.
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Figure 1: Liverpool algorithm

Reproduced from Viral Encephalitis: a clinician’s guide.  Practical Neurology 2007: 7:288-305 with permission 
from BMJ Publishing Group Ltd.

2. Acquired brain injury: organising collaborative care
    following hospital discharge

Discharge planning
An interdisciplinary discharge meeting should have taken place in hospital before the ABI patient is discharged home. 
Some ABI patients may be referred directly to an in-patient rehabilitation service. Others will continue their recovery at 
home and for some a period of convalescence prior to specialist ABI rehabilitation will be appropriate. In the encephalitis 
study, individuals and families reported not being told that encephalitis is an illness which can cause acquired brain 
injury. Therefore, prior to discharge, patients and their carers should be made aware of the implications of ABI. This is 
in order to facilitate  understanding of acquired brain injury and to enable their vigilance to emergent difficulties during 
the upcoming weeks, months and years.

During discharge planning, all patients with ABI should be offered a Continuing Health and Social Care assessment, 
co-ordinated by the Discharge Liaison Nurse. The family carer should be included in this discussion. In addition, 
potential concerns specific to ABI should be taken into account; for example, lack of insight, confabulation, executive 
dysfunction and cognitive impairments. These difficulties may not be immediately apparent, particularly within the 
structured hospital environment.   Family carers might also compensate for the patient, playing down the consequences 
of the illness. 

During discharge planning, and dependent upon the needs of the patient, referrals to a range of services and practitioners 
should be considered, for example the specialist neurological rehabilitation team, out-patient appointments for 
neurology, neuropsychology or other appropriate services. Timely access to out-patient services is essential, so that 
individuals and their carers are not struggling with the consequences of acquired brain injury in isolation from available 
services. Such access would also avoid the ‘gap’ between acute and follow-up services which was apparent during 
the encephalitis study and has also been reported with regard to ABI generally (NHS Modernisation Agency, 2005). 
In addition, it would be useful if discharge planning within ABI ensured that families are made aware of relevant local 
and national voluntary sector organisations such as the Encephalitis Society (for further information see ‘Other useful 
contacts’ at the rear of this guide).

Discharge planning may be complicated due to communication and broader linkage difficulties between and within the 
hospital, the primary healthcare team, and other relevant agencies within the community. Therefore, discharge planning 
may not always be implemented effectively and families affected by ABI may not have access to the services they 
need. As a result of these difficulties, it is important that a member of the primary healthcare team contacts the family 
to see what arrangements for aftercare have been put in place. 

During discharge, the primary healthcare team should have been informed of the following: any residual difficulties, 
the follow-up care plan in place and the responsible rehabilitation service to contact should problems emerge. Ideally, 
prior to discharge from post-acute care, the individual should have been assessed for ABI impairments by specialists 
familiar with neurological sequelae. 

By sustaining an acquired brain injury – for example, as a result of encephalitis - the individual becomes a 
patient with a long-term neurological condition (LTNC). The care of such individuals, their families and carers is 
subject to the quality requirements of the NSF for Long-Term (Neurological) Conditions (2005) and to specific 
recommendations of the Darzi review (2008).

According to the Darzi review (2008), it is the responsibility of Primary Care Trusts (PCTs) and local authorities to 
ensure that every patient with a long-term condition is offered a personal care plan, which is subject to regular 
review. This must be negotiated between the patient and a key professional, thereby facilitating patient choice and 
ongoing patient care. In acquired brain injury, such care plans are likely to involve the organisation of a number of 
different services such as health and social care agencies, and voluntary and community organisations.
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However, key professionals in the encephalitis study reported that such assessments may be absent or inadequate. In 
particular, cognitive impairments may be missed after encephalitis or other acquired brain injury. Therefore, the primary 
healthcare team may need to facilitate access to neuropsychological assessment, in-patient or community-based 
rehabilitation. In addition, the interdisciplinary discharge meeting in hospital does not always take place. This of course 
complicates the experience of families when the individual with ABI returns home and again shifts responsibility for 
care and support to the primary healthcare team.

PCTs are key to the organisation of collaborative care for individuals and families after ABI, particularly in their statutory 
role of providing care plans for long-term conditions, although collaborative care also implicates their commissioning 
role. Because ABI suggests complex needs (see Guide Points 4, 5 and 6), a co-ordinated inter-disciplinary, inter-service 
and inter-agency response is required. Potential input from primary care, social care agencies, specialist rehabilitation 
services and acute (secondary) care should be considered, in addition to voluntary and community organisations.

Effective communication and sharing of information between collaborative services is vital. In community rehabilitation, 
primary care is one service provider amongst others such as social services, the community mental health team 
and voluntary sector organisations such as the Encephalitis Society (see Figure 2). Again, such communication often 
presents long-standing and generic difficulties for health and social care agencies.  A commitment to joint-working 
(along with policies and practices which ensure its implementation) can be of more general benefit to patients and 
carers.
 

Primary Care Trusts and local authorities need to negotiate personal care plans for patients 
with acquired brain injuries. A collaborative, inter-service and inter-agency response to ABI 
is required. Effective information-sharing between different service providers is essential to 
achieve this.

3. Commissioning services

Services for individuals with acquired brain injuries are likely to comprise those within ‘Specialised Neuroscience Services 
(for adults)’. (Paediatric services are differentiated outside the National Definition Set). ‘Specialised Pain Management 
Services (Adult)’ are also legitimate forms of service provision after acquired brain injury, including post-encephalitic 
brain injury. Chronic headache after traumatic brain injury is common (see Young, 2007). PCTs commission Specialised 
Neuroscience Services (for adults) collectively within one of the 10 regional Specialised Commissioning Groups (SCGs), 
therein reducing the risk to individual PCTs. Joint commissioning of services by PCTs should be implemented to access 
appropriate services for adults with acquired brain injuries (see The Primary Care Trusts [National Specialised Services 
Commissioning Group] Directions, 2007). 

According to the NSF for Long-Term (Neurological) Conditions, there are a number of ways in which PCTs can initiate 
implementation of the NSF at local level:

setting up managed neuroscience clinical networks involving relevant stakeholders and service users (networks •	
need to be formalised with identified leadership and financial and accountability arrangements in place;

holding a stakeholder event to identify and agree local implementation priorities;•	
setting up a local implementation team to take the agreed NSF priorities forward;•	
setting up integrated planning and commissioning arrangements with social services departments and other PCTs, •	
with agreements for shared financial responsibility, including pooled budgets;

influencing the provision of housing-related support for this group through their role on local Commissioning Bodies •	
as part of the Supporting People Commissioning Framework;

using the long-term conditions self-assessment tool for PCTs and social services developed by the Modernisation •	
Agency to identify services needed for people with long-term neurological conditions and provide an overview of 
local delivery of the NSF QRs (Quality Requirements);

developing integrated care planning and assessment processes using guidance from the Modernisation Agency.•	

Implementation of the NSF has been slow, not only because of its timing immediately prior to major reorganisation 
of PCTs, but also because other long-term conditions have tended to take priority over neurological disorders and 
acquired brain injury (see Bernard et al., 2008). In particular, diseases or conditions which are not perceived as prevalent 
may be overlooked, especially as the priority for commissioning services is often on preventing emergency admissions.  
However, by 2008, all PCTs and local authorities should have established joint health and social care managed networks 
to support those with long-term conditions who have the most complex needs. 

Neurological conditions comprise 17% of all GP consultations (see Bernard et al., 2008). ‘Specialised Neuroscience 
Services (for adults)’ are included within the Specialised Services National Definition Set of 36 different services 
(http://www.dh.gov.uk/). The Specialised Neuroscience Services (for adults) comprise:

Neurosurgery•	
Neurology (excluding stroke)•	
Neurorehabilitation•	
Neuropathology•	
Neurophysiology•	
Neuroradiology•	
Neuro-opthalmology•	
Neuro-otology•	
Neuropsychology – accessed through Neurosurgery, Neurology or Neurorehabilitation•	

There are links to other services within the national definition set including ‘Complex Specialised Rehabilitation for 
Brain Injury and Complex Disability (adult)’ and ‘Specialised Pain Management Services (adult)’. Neuropsychiatry 
is included under Specialised Mental Health Services.
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Figure 2: The role of the primary healthcare team in collaborative care after ABI 
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Moving away from the dominant disease-based approach towards a clustering model of associated illnesses and 
difficulties may be useful in developing provision for long-term neurological conditions. Such clustering, for example, 
under ‘Neurological Conditions and Acquired Brain Injury’, may facilitate commissioning of services. For example, 
rehabilitation for memory problems would apply to groups such as stroke, multiple sclerosis and acquired brain 
injury (post-encephalitis or through other causes). In addition, Specialised Pain Management Services (Adult) include 
neurological conditions and acquired brain injury but such services also apply across several other patient groups. 

Regional Specialised Commissioning Groups should facilitate commissioning of Specialised Neuroscience Services 
(for adults). Clustering ‘Neurological Conditions and Acquired Brain Injury’ together may facilitate commissioning by 
moving away from a specific disease-based approach to a problem based strategy. The latter approach recognises the 
generic difficulties posed by different conditions, illnesses and acquired brain injuries. 

Information on commissioning services relevant to ABI is detailed in ‘Commissioning Services for People with 
Long Term Neurological Conditions’. http://networks.csip.org.uk/betterCommissioning/

The Primary Care Neurology Society lists resources and events for primary care professionals with an interest in 
neurology http://www.p-cns.org.uk/

Support for implementing the NSF locally is outlined in the publication, ‘The National Service Framework for Long-
Term Neurological Conditions: national support for local implementation 2008’
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/

There is also a ‘Long-Term Conditions NSF: Good Practice Guide and Examples’ which includes details of services for 
long-term neurological conditions across the U.K. http://www.dh.gov.uk/en/Healthcare/Longtermconditions/
Bestpractice/index.htm

The United Kingdom Acquired Brain Injury Forum (UKABIF) maintains a searchable directory of rehabilitation 
services for ABI, according to the stage of the patient’s recovery and geographical location. Some services will 
accept national referrals http://www.ukabif.org.uk/directory/index.htm

4. Acquired brain injury: post-encephalitic sequelae 

There are a number of long-term, multi-facetted impairments which can result from ABI, many of which are represented 
in Figure 3. Extreme fatigue in ABI is common, and should be managed as rest and graded activity, in order to avoid 
‘burn-out’. However, post-encephalitic fatigue should not be confused with M.E. (Myalgic Encephalopathy). Managing 
long-term post-encephalitic fatigue should be included within neuropsychology services. After encephalitis, the neuron 
damage may be focal (restricted to one area of the brain), multi-focal (in several areas of the brain) or diffuse (spread 
throughout the brain). Where it has affected executive functioning, post-encephalitic brain damage may also resemble 
diffuse damage. Epilepsy may develop in around 25 per cent of people contracting encephalitis as adults and in over 
40 per cent of those affected as children (Dowell et al 2001; Annegers et al., 1988; McGrath et al., 1997). 

In herpes simplex encephalitis (type 1), the virus specifically targets the medial and lateral temporal lobes of the brain, 
the orbitofrontal cortices and the limbic areas. Therefore memory problems and executive dysfunction are likely to 
result. However, it may be difficult for individuals and their families to understand that acquired brain injury can result 
from acute illness. Conversely, in traumatic brain injury resulting from road traffic accidents, for example, there is a 
specific event to which patients can relate their injury.  

Figure 3: Neurological impairments due to ABI
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In the United Kingdom, estimates of disability resulting from head injury have ranged from 2 or 3 to 45 per 100,000 
population per year (see Thornhill et al., 2000). Post-encephalitic acquired brain injury is common among survivors 
of the illness (Whitley and Kimberlin, 2005; McGrath, 1997).
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Sequelae in acquired brain injury are long-term, permanent defi cits, which entail continuing care for individuals and 
their families over many months and sometimes years (see Guide Point 9). Patients may have complex needs because 
they are managing a range of ABI defi cits (see Case Study One). In the encephalitis study, health and social care 
professionals reported cognitive impairments as problems they often saw within this patient group. In addition, some 
professionals suggested personality and behaviour change (along with seizures) as sequelae, which distinguished 
post-encephalitic patients as those for whom it was most diffi cult to tailor services.

acquired brain injury often refers to a comPleX range of life-long neurological deficits. 
encePhalitis should be recognised as an acute illness which can cause significant acquired 
brain injury. 

casE study onE: sarah

Primary school teacher.• 
Herpes simplex (type 1) encephalitis in 2000 (aged 27).• 
Coma for one week; in hospital for six weeks in total. Treated using acyclovir therapy.• 
Discharged home to the care of her husband.• 
Fatigue.• 
Anterograde and retrograde amnesia.• 
Executive dysfunction.• 
Personality change and behavioural problems.• 
Chronic headache.• 

5. living with thE social consEquEncEs oF acquirEd brain 
    injury

As with chronic conditions, post-injury sequelae may be variable and fl uctuate daily, so patients will experience days 
which are better than others. Patients are also subject to an uncertain prognosis after ABI, so that the resolution of 
post-encephalitic sequelae may or may not occur. Often individuals and their families have ongoing, long-term needs. 
These may continue years, post-injury, and will change within the context of people’s lives and lifestyle choices.  
Consequently, their needs are not fi xed but require ongoing assessment.  Families may require access to different 
services over time or additional support from those they have previously accessed. For example, a patient who has 
encephalitis in early childhood may manifest post-encephalitic behavioural problems in adolescence. Years after the 
injury, an individual may feel suffi ciently recovered to return to work and so may benefi t from vocational rehabilitation. 

According to the Darzi review, healthcare provision must be able to accommodate the complex, changing needs of 
patients, such as those with ABI, and therein facilitate patient choice. PCTs and local authorities should implement initial 
and ongoing access to multiple services (see Guide Point 3), with continuing care as a key aspect of good practice in 
long-term conditions (see Guide Point 9). It is essential that health and social care accommodate the changing, long-
term needs of individuals and their families in ABI.

The social consequences of acquired brain injury can be signifi cant. Individuals (and their family carers) may no longer 
be able to work which can mean a reduction in family income and a decreased standard of living. Where employment 
remains a possibility, individuals may be excluded from a labour market which is reluctant to accommodate their 
needs. Where the personality of the person with ABI has altered, families may feel a sense of loss or complicated 
bereavement for the person they once knew. Therefore individuals and families have to reconcile this sense of loss, 
whilst at the same time adapting their family roles and relationships. For example, some people with acquired brain 
injury may take less responsibility for child care within the family or can no longer relate to their children in the same 
way they had done previously.

ABI is often experienced as a hidden disability, particularly in relation to cognitive impairment. In the encephalitis study, 
this misperception was refl ected in individuals’ social interactions.  They were sometimes unsure for example, how 
others would react to their disability.  Friends might stop visiting them, or they might stop going out.  Misconceptions 
were also evident during contacts with welfare benefi ts and other agencies. Such agencies did not always understand 
the complexities and implications of acquired brain injury, particularly in relation to cognitive impairment. In many 
cases, this often meant a struggle to secure welfare benefi ts, such as Disability Living Allowance or for critical illness 
cover pay-outs. Employers might be insensitive to an individual’s needs.  In addition, individuals may feel stigmatised, 
in that ‘hidden disability’ is often equated with mental health problems. Therefore, after ABI, individuals and their 
families may experience multiple sources of social disadvantage, exclusion and discrimination, refl ecting the broader 
diffi culties that institutions and social networks experience in accommodating difference. 

acquired brain injury can result in social disadvantage, eXclusion and discrimination. the 
social consequences of acquired brain injury for individuals and their families should not be 
underestimated and should be accommodated as Part of their care.

casE study onE: sarah

After her illness in 2000, Sarah did not return to her job as a primary school teacher. Because of her short-term memory 
problems and executive dysfunction, Sarah often felt disoriented and could not cope even with everyday tasks without the 
support of her husband. These problems were compounded by her chronic daily headaches, which had started immediately 
after her illness. Losing her work identity as a teacher was diffi cult for Sarah to cope with. After her sick pay ended in 2001, 
it took eight months for Sarah to get Disability Living Allowance (DLA). During this time, Sarah and her husband were unable 
to manage their mortgage repayments and so borrowed money from her family. Sarah found it diffi cult to cope with social 
situations, which seemed to worsen her anxiety problems and trigger more of the aggressive outbursts she had displayed since 
her illness. Because of personality change, Sarah had lost many of her old friends, becoming increasingly socially isolated and 
dependent on her husband. 

There may be many social consequences of acquired brain injury, although the range and severity of post-injury 
sequelae will vary.  ABI impacts on individuals’ and families’ quality of life. Social disadvantage and exclusion can 
also occur.
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6. managing chronic and cEntral pain duE to acquirEd brain 
    injury

Head pain has been reported in 44% of people with TBI up to six months post-injury. In the encephalitis study (Stapley 
et al, 2008), chronic head pain was reported by  33% of all the study’s 717 survey respondents. However, only 9.4% had 
been referred to specialist pain management services. Pain due to acquired brain injury may receive poor recognition 
and response but once identifi ed integrated care pathways (ICPs) to manage such pain are available. Chronic pain can 
be common in ABI (see Tyrer and Lievesley, 2003), particularly chronic headache, as well as neck, shoulder or back 
pain (Young, 2007). It is also probable that chronic and/or central pain are experienced as one post-injury sequela 
among many.

casE study two: john (agEd 36; chronic hEad pain)
Encephalitis in 2003 (unknown cause).• 
Two weeks in local hospital; home for one week; three weeks in regional hospital where diagnosed.• 
Memory problems and severe intractable head pain since the illness four years ago.• 
Morphine injections for ‘breakthrough’ head pain.• 
Rehabilitation for anger management.• 
Attended pain management clinic.• 
Unable to work due to head pain and memory problems.• 
Fight to secure insurance claim and welfare benefi ts.• 
Impact of head pain on family relationships.• 

“My life’s ruled by it basically. So everybody else is living by what I do, so their lives are ruled by headaches as well. So if I’m 
crabbier one morning, they’ll know to leave me alone…It’s consuming. It totally consumes you..everything…My pain is just 
constant and it’s not as painful as when I was fi rst diagnosed with the encephalitis. It borders on a 10 but it never goes over 
a 10. A 10 is pretty intolerable as far as I’m concerned. It’s really bad. On an average day, it will be about a 7 to 8”.

Chronic pain and central pain (including altered sensitivity) can be very diffi cult for individuals to articulate, especially those 
with cognitive impairments (see Box one). Therefore health and social care professionals should be encouraged to assess 
for pain following ABI. Where pain problems after ABI are identifi ed, care pathways can be implemented. Pharmacological 
treatments and referral to specialist pain management services should also be considered.

“It’s not at all uncommon with neuropathic pain for people to fi nd it very diffi cult to describe their symptoms…very, very, very 
commonly with neuropathic pain, the description of the pain is weird. Some patients feel embarrassed to say what it feels like. 
And that may be a very good reason why. It’s a bit like a distortion in your hi-fi  system…They’re often made to feel it’s their 
fault. Some of them feel guilty because they can’t explain it, because there’s no easy answer, because there’s nothing to see. 
And sometimes they perhaps just give up in despair because nobody really understands what they’re talking about”. 

Consultant in Chronic Pain Management and Anaesthesia

The incidence of chronic pain due to traumatic brain injury (TBI) has been estimated at 51.5% (Nampiaparampil, 
2008) with a higher prevalence suggested after mild TBI. Central pain occurs due to damage to the central nervous 
system, resulting from either brain or spinal cord injury (Tyrer and Davis, 2005). Reported rates of central pain 
resulting from TBI (where damage to the central nervous system has affected sensitisation) range from 22% to 
95% (Ofek and Defrin, 2007).

Box one: Central pain exemplars (Stapley et al, 2008)

increased/decreased sensitivity to heat/cold•	
sensitivity to having hair brushed•	
sensitivity to shower water pressure•	
“burning head pain”•	
“maggots in my head”•	
“a very heavy pins and needles”•	
“like I’ve got a log tied to my leg”•	
“leg aches like toothache”•	
“just like dry rot”•	
“like bedsores”•	
“nerve pain like walking on cotton wool”•	
“having your skin ripped off, being beaten with a •	
baseball bat and then being put in a vat of vinegar”

 

chronic Pain can be common after encePhalitis and in acquired brain injury more generally. 
central and chronic Pain should be recognised as sequelae due to abi and assessed for on 
a regular basis. Pharmacological treatments and referral to sPecialised Pain management 
services should be considered.
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7. Making referrals for assessment and rehabilitation

It is important to note that the post-injury impairments identified under Guide Points 4 and 6 may not have been 
detected during early or post-acute recovery. After persistent coma, impaired consciousness or mobility problems, 
individuals are more likely to be referred to an in-patient unit or for community-based rehabilitation (see reference to 
Guidelines for Rehabilitation in Acquired Brain Injury). 

In traumatic brain injury where physical injury has occurred, individuals may have a prolonged stay in hospital, which 
allows for a longer period of observation whereby ABI impairments can be detected. In encephalitis, physical trauma 
does not commonly occur, so that the ‘window’ for in-patient ABI assessment can be reduced. In addition, pre-
discharge referral to the specialist neurological rehabilitation team may not have occurred, meaning that individuals 
may leave post-acute care without adequate assessment, so that cognitive impairments in particular can be missed. 
In addition, individuals often struggle to come to terms with the long-term consequences, and those with cognitive 
impairments (‘the walking wounded’) may only become aware of such problems as they return home and struggle to 
manage their jobs, day-to-day lives and social relationships. At this point, families often seek help from the primary 
healthcare team. Post-injury sequelae in ABI vary in severity, so that each person who has sustained an ABI will have 
different, complex needs which may alter over time. 

Primary care practitioners may need to make referrals to, or back to, the neurological rehabilitation team or to a 
neuropsychology service. Some rehabilitation services operate an open referral system and/or accept referrals nationally. 
The primary healthcare team should be aware of local, regional and national services for appropriate assessment and 
rehabilitation of acquired brain injury (see Box two). They may need to make referrals to these and social care services 
more than once (see Guide Points 10 and 11), especially if difficulties re-emerge. 

PCTs should be aware of local and national services for assessment and rehabilitation in ABI and ensure primary care 
practitioners have access to this information. In addition to the details of ABI services contained in the NSF document, 
‘Long-Term Conditions NSF: Good Practice Guide and Examples’ (see Guide Point 3), The Encephalitis Society can 
provide details of local, regional and national brain injury services. 

The national electronic referral service, ‘Choose and Book’, enables patients to choose and book an NHS service online 
(http://www.chooseandbook.nhs.uk/). This provides important referral opportunities after encephalitis. ‘Choose and 
Book’ is becoming available across local areas in England. GPs and patients can negotiate the appropriate choice of 
local or national service to help individuals (and their families) manage their brain injury and/or pain. Independent sector 
(IS) hospitals are also included. Their services will be paid for under ‘Choose and Book’, provided they are covered by 
the terms of contract.  Patients and their families, however, might need support to do this. 

Box two: Useful resources for referrals

Holistic [rehabilitation] programs are most useful for dealing with behavioural, personal adjustment, and vocational 
issues, particularly when there is an interaction among multiple cognitive, neurobehavioral and psychosocial 
factors.  Holistic programs are the most likely vehicle for re-establishing s person’s ego-identity, including helping 
the individual find meaning and personal satisfaction in life after rehabilitation (Prigatano et al, 2003, p309).

The Encephalitis Society maintains a comprehensive list of brain injury rehabilitation services and practitioners. 
Please contact the Society (ava@encephalitis.info) for further information.

The United Kingdom Acquired Brain Injury Forum (UKABIF) hosts a searchable directory of brain injury services. It 
can be found at http://www.ukabif.org.uk/directory/index.php

Neuropsychologists can be sourced via the British Psychological Society: 
http://www.bps.org.uk/bps/e-services/find-a-psychologist/directory.cfm

A range of resources, including consultants, hospitals, GPs and charities can be found at www.specialistinfo.com

Acquired brain injury deficits, particularly cognitive impairments, may not be detected during 
post-acute care. Depending on the needs and wishes of individuals and their families, the primary 
healthcare team should facilitate initial referrals and re-referrals to local, regional and 
national rehabilitation services. 

8. The role of cognitive neuropsychology in rehabilitation

Health and social care practitioners’ perceptions of ‘rehabilitation’ may not always include cognitive neuropsychology. 
However, those with cognitive impairments will almost undoubtedly benefit from specialist cognitive neuropsychology 
or cognitive rehabilitation. These services are normally available through the NHS. 

Individuals may benefit from neuropsychological assessment to identify specific cognitive impairments as 
rehabilitation targets. It would also be helpful if all individuals who have sustained an acquired brain injury are offered 
neuropsychological assessment to ensure that cognitive impairments in ABI are not missed. After encephalitis, impaired 
cognitive functioning is probable.

Cognitive rehabilitation itself comprises a number of different techniques to improve or compensate for impaired 
cognitive functioning (see Box three).

Cognitive rehabilitation programmes cannot ‘repair’ the damage in acquired brain injury but can teach individuals 
compensatory and coping strategies in order to better manage cognitive impairments in their day-to-day life. Such 
strategies will enable individuals to improve their self-confidence and live more independently.  

In the encephalitis study, most interviewees wanted access to neuropsychology. Where this had been facilitated, all 
reported having benefited from it. As with other forms of rehabilitation, such interventions may not work for everyone. 
Nonetheless, it is imperative that cognitive neuropsychology and rehabilitation are considered key components of 
rehabilitation after ABI.

Box three: example techniques in cognitive rehabilitation

using external memory aids to increase independence.•	
improving attention.•	
improving information-processing.•	
targeted programmes for executive dysfunction.•	
teaching compensatory strategies to overcome everyday problems.•	
addressing behavioural issues and social skills.•	
addressing emotional issues and managing anxiety and anger.•	

Cognitive neuropsychology may have a vital role to play in rehabilitation after encephalitis and other acquired brain 
injury (Easton, et al, 2007). 

The primary healthcare team should consider referring people for neuropsychological 
assessment and rehabilitation after ABI.  
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9. supporting Family carErs

Recognising the impact of acquired brain injury on the family and on family carers is imperative. It was evident from 
the encephalitis study interviews that family members were often reluctant to see themselves as carers.  Caring is 
seen as a normal and ‘taken for granted’ aspect of family relationships, especially in the case of spouse carers. This 
can sometimes mean that family carers discount the importance of their own needs, focussing only on those of their 
brain-injured relatives. 

Caring for someone with an ABI may be particularly challenging. Where individuals with an ABI have memory problems, 
their carers may act as their memory for them; for example, orientating their relatives to recent events in their day.  
Where they have executive functioning diffi culties, their family carers will have to prompt them through everyday 
activities, for example, a morning routine. In particular, carers may struggle to manage their relatives’ behavioural 
problems and personality changes. Sometimes individuals with ABI may have anger management issues, problems of 
which they may be aware but cannot control. Therefore, in addition to personal care tasks, there are multiple ways in 
which carers of those with ABI enact caring responsibilities. Evidence from the research literature suggests that neglect 
of carers’ needs is often at the expense of carers’ own health and well-being (Nolan et al, 2003). 

Findings from the encephalitis study also suggest that, in the absence of adequate follow-up support after the illness, 
many family members are not only taking on carer roles without support from social services, but also providing 
rehabilitation. Family carers are effectively acting as substitutes for service providers, being left to provide care in 
isolation from health and social care services. 

Often carers are unaware of what help they can access for themselves and for their family members. Importantly, carers 
are entitled to services which support their needs separately from those of their brain-injured relatives. Both The Carers 
Act (2004) and the NSF for Long-Term (Neurological) Conditions (2005) emphasise the importance of considering the 
needs of carers independently. In addition, the Department of Health report, ‘Carers at the heart of 21st century families 
and communities’ (2008), sets out a number of changes to be implemented within the next few years such as targeting 
young carers and ensuring access to integrated and personalised services.

Each local authority currently receives an annual Carers Grant. Therefore, following ABI, families can benefi t from 
personal budgets, wherein families receive payments directly. These can be used to include fi nancing support for the 
carer - for example, practical support such as domestic help and, crucially, payment for replacement care (previously 
termed respite care). 

According to Carers UK, there are likely to be 9 million carers in the UK by 2037 (http://www.carersuk.org/). 
Currently, there are 1.25 million people providing care for more than 50 hours per week. The Carers (Recognition and 
Services) Act 1995 entitles carers to a separate assessment of their needs, alongside a more general commitment 
to respecting their needs when developing service support.

casE study thrEE: david (thE Family carEr)

David’s wife, Sarah, had encephalitis eight years ago in 2000. After six weeks in hospital, Sarah was discharged home into 
David’s care. After taking two weeks off work initially, David realised that his wife needed constant care. Because Sarah’s 
needs were cognitive rather than physical, local social services were reluctant to provide care. Consequently, David shared 
the care of his wife with her parents, so that he was able to continue in his job as a retail manager. David and his wife’s 
parents came up with their own compensatory strategies to help Sarah manage her memory problems. In the fi rst month 
after the illness, Sarah did not want to rest but tried to return to work, turning up not at her most recent teaching job but 
at her previous school. When David tried to remind Sarah of her problems, she became aggressive, refusing to acknowledge 
her memory diffi culties. David found this change in her personality diffi cult to come to terms with, often feeling depressed 
that he had lost his wife to encephalitis. 

family members should be given information, Practical and financial suPPort in their role as carer.  
imPortantly, family carers should be considered as clients in their own right and afforded service 
suPPort to facilitate their own needs, seParate from those of the Person they look after.

10. continuing carE and support  

According to the Darzi review, individual LTNC care plans by PCTs and local authorities should be subject to regular 
review. Therefore, there is a legislative responsibility to ensure that support for those with ABI is ongoing, reviewed 
regularly and responsive to the changing needs of individuals and families. Such needs change over time during 
immediate and longer-term recovery and also as individuals’ and families’ circumstances and lifestyle choices change. 
Therefore, after ABI, continuing care for families means life-long and ongoing care.

Input from different services may be implicated at different time-points. For example, someone with an ABI may feel 
suffi ciently recovered to consider a return to work, so access to vocational rehabilitation may be of benefi t to them. 
In encephalitis, there is often a developmental aspect to recovery and the onset of sequelae, so that those who have 
the illness in childhood may develop behavioural problems with the onset of puberty and/or educational diffi culties. 
Both examples highlight how different services may be implicated at different time-points, in relation to the person’s 
life cycle.

In the past, the need for continuing care and support in ABI has not always been acknowledged in health and social 
care. However, such care is imperative to optimise the quality of life of individuals and families in the longer-term.

casE studiEs onE and thrEE: sarah and david

After Sarah’s encephalitis in late 2000, she returned home with a number of post-encephalitic diffi culties which had not 
been identifi ed during post-acute care. Her husband, David, had been told that Sarah may have memory problems initially 
but that these would quickly improve. Sarah, her husband and parents fi rstly tried to manage her memory and other problems 
by themselves. In early 2001, David went to see Sarah’s G.P. The discharge team at the hospital had only informed her G.P. 
that she had had encephalitis, without suggesting any signifi cant sequelae from the illness. The primary healthcare team 
had not contacted the family themselves, nor negotiated a LTNC personal care plan.

David enquired if there was any more that could be done for Sarah in her recovery. Sarah’s G.P. referred her for a 
neuropsychological assessment via the community brain injury service. The neuropsychological assessment revealed the 
extent of Sarah’s cognitive impairments. After this assessment, an individualised programme of cognitive rehabilitation and 
goals was negotiated with Sarah and her family, including management of her aggression. Sarah was subsequently referred 
to a pain management service to help manage her headaches. Sarah also asked for counselling, so she could talk through the 
sense of loss she felt, particularly due to losing her job. David was offered support himself by the community brain injury 
service. In addition to attending a carers’ group run by the service, the team’s social worker ensured that other support was 
in place for David, including replacement (respite) care.

By 2008, Sarah and her family were still receiving ongoing support from the community brain injury service. Sarah no longer 
displayed aggression and did not rely on family for care. She wanted to return to some form of part-time work. Because of 
Sarah’s continued fatigue and headaches, the rehabilitation team suggested she fi rst try some form of voluntary work. When 
she feels she can, Sarah helps with an after school club two evenings a week.

individuals and their families need ongoing, continuing suPPort as their needs and circumstances 
change over time. Primary and community care Practitioners, whenever Possible, should 
endeavour to acknowledge these needs and Provide ongoing access to aPProPriate services.

Continuing care in LTNCs such as ABI is identifi ed in both the NSF for Long-Term (Neurological) Conditions (2005) 
and the Darzi review (2008). Often the care and support of those with an ABI is life-long and those responsible for 
policy and practice should endeavour to recognise this.
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11. involving social carE, Education and EmploymEnt 
      sErvicEs

In many localities, the role of social services, housing, education and employment services in supporting individuals 
and families after ABI is poorly developed. Understanding of acquired brain injury, in general, may be limited. Often 
such agencies do not recognise that brain injury can result from encephalitis. Similarly, families themselves are not 
always aware of the multiple sources of social care support which are available to them. Consequently, after post-
encephalitic and other acquired brain injury, many families struggle unnecessarily. 

Because of these considerations, the potential of multi-agency care is rarely realised. In addition, social care and 
associated agencies may dismiss encephalitis and its sequelae as a healthcare issue only. Therefore, and because 
families may also miss out on healthcare after ABI (see Guide Points 7 and 8), many families have to manage ABI 
without input from either health or social care.  

Social care and associated agencies have the potential to engage more with families after ABI. These agencies can 
provide, for example, welfare benefi ts advice, assessment of social care and housing needs, offer guidance and 
counselling, and also provide social, cultural and recreational activities. In addition, many families (family carers) may 
benefi t from getting replacement (respite) care (see Guide Point 9).

Care plans for those with ABI may also comprise a number of different components, instead of or in addition to 
personal care.  This should ideally be refl ected in social care practice. The type and severity of acquired brain injury 
varies and many individuals have multiple or multi-facetted needs, covering health and social care.  For example, some 
people with an ABI may have full mobility but memory diffi culties, executive functioning problems and head pain. As a 
result, they may require assistance in managing their daily affairs (e.g. dealing with utility bills) or may need prompting 
to complete a daily schedule; for example, getting up and carrying out a morning routine. Individual care planning is 
imperative.

casE study Four: tom

Electrician until his illness.• 
ADEM encephalitis in 2004 (aged 41).• 
In hospital for 2 weeks (steroid therapy); 8 weeks in an in-patient rehabilitation centre.• 
Physical disability (now uses a wheelchair).• 
Incontinence.• 
Fatigue.• 
Executive dysfunction.• 
Depression.• 

On Tom’s discharge from the in-patient rehabilitation centre, the centre’s senior social worker liaised with the local Social 
Services team to ensure continued support for Tom at home. A local social worker was allocated who completed a community 
care assessment and a care plan for Tom before his return home. Tom lived alone.

As the consequence of the assessment and care plan, Tom was aware of which welfare benefi ts he was entitled to. Adaptations 
were made to Tom’s ground fl oor fl at and he was allocated several community support workers (CSWs). The CSWs provided daily 
physical care but also practical support including shopping and paying bills. In his fi rst month after rehab, Tom had regular 
visits from an occupational therapist to help him manage in his fl at. One year after his illness, Tom was feeling increasingly 
isolated and depressed. Because of their work and other commitments, friends and family could only get to visit Tom at 
weekends. In 2005, he opted to move into an accommodation facility for people with acquired brain injuries. A year later, 
Tom started a computer course at his local college of further education.

social care, education and emPloyment agencies should be included, where aPProPriate, as key 
agencies in individual care Planning for individuals and families after abi.  

In the encephalitis study, families were managing the consequences of post-encephalitic brain injury with little or 
no support from social care agencies (Stapley et al, 2008). 

12. involving thE voluntary and community sEctors

It is important to make families aware of both local and national voluntary groups such as the Encephalitis Society 
and Headway. Voluntary and community organisations such as the Encephalitis Society remain an important voice 
in developing service provision and advocating on behalf of families after ABI.  Obtaining resources to deliver their 
services, however, continues to be a problem, often due to a lack of statutory funding and what appears to be diminishing 
sources of support within the sector more generally.

Voluntary and community sector groups are an imperative aspect of information and support for families after ABI, and 
they should be perceived as a complement to statutory services and not a substitute for them. However, PCTs and 
social care agencies may consider commissioning advice and services from the voluntary and community sectors. 
Partnerships between statutory services and the voluntary/community sectors may also be possible.

In the encephalitis study, The Encephalitis Society was often the only source of information and support for 
individuals and families after post-encephalitic brain injury. 
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Other useful contacts
The Expert Patient Programme
www.expertpatients.nhs.uk

The Brain and Spine Foundation
www.brainandspine.org.uk

Headway – the acquired brain injury association
www.headway.org.uk

Headway Ireland
www.headway.ie

United Kingdom Acquired Brain Injury Forum
www.ukabif.org.uk

The Neurological Alliance
www.neural.org.uk

The Child Brain Injury Trust
www.cbituk.org

Scottish Acquired Brain Injury MCN
http://www.sabin.scot.nhs.uk

The Acquired Brain Injury Advocacy Association
www.briireland.ie

Momentum Scotland
www.momentumscotland.org

Primary and community care practitioners should be aware of resources among local and 
national voluntary groups in ABI, providing their contact details to individuals and families with 
whom they come into contact.  More generally, health and social care commissioners should 
consider developing strategic relationships with voluntary and community organisations.
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