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Chapter 1BACKGROUND

LONG TERM NEUROGICAL CONDITIONS

“Loetnegr m neurol ogi cal conditions resulting from disease
10 million people in the UK. Approximate$0,000 need help with daily living as a regliepartment of Health, @05)

Theyare the third most common reason for seeingyeneral practitionerand account for some 20% of acute hospital
admissions.

Longterm neurological conditionsLTNG can be broadly categorised into a) sudden onset conditions, for example
acquirad brain injury or spinal cord injury, sometimes followed by a partial recovery; b) intermittent and unpredictable
conditions, for exampleepilepsy, or early multiple sclerosis, where relapses and remissions lead to marked variation in

the care needed; gprogressive conditions, for examplmo t o r neurone di sease, Par ki nson
multiple sclerosis, where progressive deterioration in neurological function leads to increasing dependence on help and
care from others; and d) stable nedogical conditions, but with changing needs due to development or ageing, for
example postpolio syndrome or cerebral palsy in adulthogDepartment of Health, 2005)Even within these four

disease trajectories, the needs of a client can change overdsrheir condition deteriorates or fluctuates.

Longterm neurological conditionsffect people in different ways and often result in impairments that can affect a
person’s ability to carry out speci perfam agptimallyiniajolb & wark whi c h
role. These mpairments include iphysical or motor impairments such as paralysis, muscle weakness, incontinence; ii)
sensory impairments such as wa orhearingloss pain and altered sensation; iii) cognitibehavioural problems such

aspoor memory, attentional difficulties confusion, disnhibition anda lack of insight; iv) communication probleragch

as difficultyspeaking or using language to communicate and in fully understanding what isdaéihgndv) psychosocial

and emotional effects such as personality changeslawdmood, anxiety and depressigbepartment of Health, 2005)

Some effects, such as impairments in fine motor skills, cognitive functioning, organisational abilities and fatigodtmay li

a person’s capacity to wdDepartniem of Héakh, 200Bmpyettmiay be goesubfleadtat ma r k e
t hey are ‘i n(¥appsd0@b)Tieese present pattitularrpreoblems, since not only are they frequently missed by

health sevices during a hospital stay batso byservice providers and employengho without knowledge about the way

along term neurological conditionan affect an individuaimay assume the person does not have a disaldlitg may

result inunrealistic expeditions about performance in a specific tgskapp, 2005)

But it is not thesedirect effects of the condition that determine the need foelp orsupport inreturning to orremaining

in work but rather the interplay between these and other contextual dastboth personal and environmentalefsonal

factors such as a person’s beliefs and attit udnasnviranmentdt wor k
factors such asthe physical work environment, the nature of the jobnd thebeliefs and aftudes of line managers,

employers or other family members may be more important determinants of whether the person withgaterm
neurological conditionsan or will workHence,|t is these factors that services intending to help or support people with

long term neurological conditiorts find, return to, remain in or relinquish work must also address.



NATIONAISERVICERAMEWORK FARNG TERM NEUROLOGICONDITIONS

The NSF foLong term conditiongDepartment of Health, 2005)as developed to adess longstanding inequities in
health and social care provision for people with neurological conditions. The 11 quality requiresetntst a clear
vision to improve the quality, consistency and responsiveness of services pravéditrgent, care andpport to ensure
people withlong term neurological conditionsan live as independently as possible.

Quality Requirement 6 is concerned withcational rehabilitation. It states that people witlong term neurological

conditonsshoul d ‘have access to appropriate vocational asses:
to find, regain or remain in work and ac Altheaughvooationa r ocCcC L
rehabilitation is defined aswK I 1§ SGS NI KSf LJa a2YS2yS gA0GK | KSFfGK LINRBoOof SY

(Waddell et al., 2008)QR6 identifies the need for five types of support, i.e. support to a) enter training or work
opportunities, b) remain in or return to an existifjgb, c) identify and prepare for alternative work options, d) plan
withdrawal from work at an appropriate time, conserving pension and other rights; and/or e) access alternative
occupational and educational opportunitieShese services are supported byg@wing evidencébaseto suggest that

work is extremely important to people wittong term neurological conditiorend can improve quality of life (Phillips et

al, 2010) and help maintaindependence®’ Gr ady Yt al , 1995

GENERALIST VERSPECIALIST BEICES

NHS services have been conceptualised as either general or specialidtafitieal Service Framewoffkr long term
conditions (DH, 2005) describes general rehabilitation services as ‘local community rehabilitation providers, working
closely with apropriate professionals to provigeamong other things:

a. a basic vocational assessment with the aim of helping people to developretatid skills;

b. informed guidance about available options, including advice on welfare rights and betgféments;
c. practical support to manage problems in the workplace;

d. liaison and advice to employers to adjust work duties, patterns or environments as appropriate;

Specialistvocational rehabilitation services are seen as working alongside andrinepghip with local rehabilitation
services.

One of the major barriers to successful work outcomes for people hith term neurological conditiona the UK is the

lack of specialist vocational rehabilitation. In a mapping survey of vocational ligdtadm for people with acquired brain

injuries (ABI) involving 240 British Society of Rehabilitation Medicine members in the UK, only 8/97 (8%) rehabilitation
services for people with ABI provided specialist vocational rehabilitation (62% addressemnalcistsues), six of these

were in the NHS and two with private agencies (Momentum, [formerly Rehab UK]). This is believed to be less than 10% of
the estimated service requirement (Deshplnand Turner Stokes2004). For people with othdong term neuological
conditions,the extent to which services exist to meet vocational needs remains unclear.

In acute onset conditions like stroke or TBI, most rehabilitation occurs in the acute and post acute phases (Department of
Health, 2002 Gladman et al, 200 and is hospital or outpatient based. Community teams exist, but they mainly offer
short term interventions focussed on regaining independence in daily living skills in the home and its immediate vicinity
(Walker et al, 1999Walker et al, 2000Powellet al, 2002) with little scope for long term follow up. Referral criteria are
often defined by the need for help from more than one health discipline. Many of these services are not designed with



returning people to work in mind. By six months post dnsk stroke or TBI, most rehabilitation will have ended
(Gladman et al, 20Q Stroke Association, 200B6ock et al, 2005).

THEIMPORTANCE QWORK

There isgrowing evidence delineating the health benefits and importance of work. Woritributes to identityand
purpose (Dyck, 1995konfers status and financial benefif€atanzaro & Weinert, 1992) arklps define a person in
society(Holmes, 2007)It contributes to welbeing (Department of Health, 20Q8&ndcan improve health and quality of

life (Aaronson, 1997Waddell & Burton, 2006)Work also provides structur@nd social networking opportunities, which

for people with mobility problems, or for whom the ability to socialise or participate in leisure activities may be
compromised by lack of cdidence, cognitive impairments or fatigue, may be central to social inclusion (Adibait
2009).

Worklessness$s known tohave a detrimental #ect upon health (Waddell and Aylwood, 2005). It has been associated
with loss of physical and mental fithesshesity (Viner and Cole, 200Blorris, 2007),low mood (Waddell and Burton,
2006) and to pose a health risk greater than heart disease (Waddell and Aylwood, 200E) assbciated withan
increased risk of death particularly from suicide in unemployathgomen (Bartley et al, 2005).

GOVERNMENPOLICY

Shifts have occurred in work policy over the years, and also the role of vocational rehabilitation for people with disability
In the 60s and 70s thmles of theNHS and DWP were integratddough the phcement of disablement resettlement

officers in NHS insitutions. In practice this appeared to work well, but through lack of robust evidesntest in

subsequent NHS reconfigurations amghift ofrehabilitationservicedo secondary care settings amadbng with it the
mechanisms (of ctocation) for ensuring wk is a health outcome.

In recent years, a number of policy directives have driven a change in thinking about the relationship between work and
health. Lord Darzi (2007) recognised the needhiealth services that enable people to remain healthy, support people to
stay healthy at work and help those who are struggling
for a Healthier Tomorr ow’ ,ishiBaemegisioB forsheakh aid2vOrkiB Britais. Attlght t o
centre of this report were three principal objectives: prevention of illness and promotion of health anteimd; early
intervention for those who develop a health condition; and an improvemetiténhealth of those out of work, so that
everyone with the potential to work has the support they need to do so. Importantly this report tackled the assumption
that illness is incompatible with being in woiknd also made thpoint that work isahealt o ut c o me “Early
for those who develop a health condition should be provided by healthcare professionals who increasingly see retention
in or return to work as a key outcom@@lacka008 he tr eat ment

Multiple factors underlie tls changeincluding the need to;

1 remain globally competitive ahmeet productivity demands by increasing goyment (by redressing rising
unemployment, sickness absence and inequality in the jobs market faced by disabled people),

1 tackle the major public health challenges of an ageing population (including an ageing workforce and a rising
number of people claiming ill health retirement)

1 address worrying health trends such as the increase in mental health problems, alcoholisity, abés
diabetes, and

1 curtail the rising number of people claiming inactive health benefits,



Thesereportsillustrate a shift in thinking behind the relationship between work and healéhshift towards the notion
that work is *‘ geaalylinkedtowegllbeing. and i ntrin

In Health, Work and Weblleing (HM Government, 2005); Improving Life Chances for Disabled People, (PMS)J, 2005
Building Capacity for Work: A UK Framework for Vocational Rehabilitation (20@4)he Green Papet A° New De al f
Welfare: Empowering People to Wori006), plans were outlined for ensuring disabled people were given full
opportunities and choices to improve their quality of life, including being able to work. In response to this, a number of
initiatives were established by the Department for Work and Pensions (DWP), which were intended to support disabled
people coming off benefits and back into work. These included Pathways to Work (which offers people making new
claims for benefits the opportunjt to receive payment whilst seeking further employment) and the Condition
Management Programme (CMP) (for those moving onto longer term benefits). Although Pathways was shown to impact
positively on employment in pilot areaBY{P, 2006aheither it nor theCMP, are thought to meet the needs of people
complex physical and cognitive disabilities such as those latith term neurological conditionf~rank and Thurgood,

2006; Radford and Walker, 2008ord et al2008).

Pathways was targeted at people withrmditions such as mental illness, musculoskeletal conditions and heart disease
rather than the needs of people with complex neurol ogi ca
where the benefits system interacts with employment agendiésank and Sawney, 2003). Services are short term,
measured on throughput (rather than longer term follow up) and are oftelivéred by people with littlérainingin the

impact of impairments associated witbng term neurological conditionsTo be dective for people with complelong

term neurological conditons t hey need to be accompanied by ‘“bottom up’
in-depth understanding of the conditions and associated effects.

A number of supporting policy and rikal directives National Stroke Strategy, 200Rational Clinical Guidelines for
Stroke, 2008NICE Miltiple Sclerosissuidelines, 2004Aragorn and Kings, 201@epartment of Health2005 RCP/BSRM,

2004 BSRM 2010) have aadifor clinical services, wbh support people withong term neurological conditiort® remain
economically active. Many of these have acknowledged the need for health based services that address the unmet
vocational needs of people witlong term neurological conditiongnd call ér cross partnership working between health,
social care, the DWP and other agencies in the third and independent dediddge service gaps and ensure that people

with long term neurological conditionsan access services when they need théBmitish Society of Rehabilitation
Medicine, 2010)

Since the Coalition Government came into office in May 2010, the emphasis on Public Health and Wellbeing has been
strengthened by proposals to reform and streamline the existing welfare system (Universal @edflite that works,

2010) and DWP services operated under the JobCentre plus umbrella (such as Pathways to work and the Condition
Management Programme), which currently support people coming off benefits back into paid employment. A new
‘| ean er malgamated system inaolving benefit and work programme reforms is proposed, supported by the
notion that *‘work always pays’

A new ‘Universal Credit’ s yOs2tyeRm,i Ak daskdidoyioagher bapctioas topr a c t
pushpepl e who have the capacity to work but are financiall
much work as is reasonable for them’

The existing DWP welfare to work scheme wild.l biduallyr e p 1 a c e
tailored to the needs of disabdepeople. It is intended that the Work Programme will address the needs of those who

have been out of work for some time, those currently on Employment Support Allowance (foiimzapaciy benefi)

and long term recipients of incapacity benefit. The Government is also keen to enhance the role of the Third Sector,



including new social enterprises, in delivering these services and in incentivising them to keep people in work and support
all customer groups.

People with complex disabilis will be supported by a Work Choice programme, intendecdhssistthose facing the
biggest barriers into work, by providing more intensive support to help people find and remain in work. Thépregr

is intended to be more flexible and less prescriptive than previous programmes and will include help with applying for
jobs, close liaison and support for employers and brokerage between employers and patients and support in the work
place. However, there remains concern thatindividuals withlong term neurological conditionsvho have hidden
disabilities such as cognitive impairments will need additional support from health care professionals who are trained in
the recognition of such disabilities ahave skills in designing interventions to ameliorate their impact.

The role of GP commissioning will be critical to the development and maintenance of vocational rehabilitation services.
Consortia will be responsible for commissioning healthcare serdicexss a range of cliitor service areas, including
community health serviceg,ehabilitation serviceand wheelchair servicesConsortia may agree to commission some
health improvement services jointly with local authorities and have an obligation-tipecate with local authorities and
participate in their Health & Wellbeing BoardBhey have thepower to arrange for provisionfoservices that aim to

secure improvements in health including the power to enter into partnership arrangements (e.g. pooled budgets, lead
commissioning) with local authorities, and make grants to voluntary organisations which provide or arrange for the
provision of similar services to those in respect of which the consortia have functions. These responsibilities and powers
could be used to develop work support and vocational rehabilitation services in partnership with other providers.

BEVMPLOYMENT ANBDNGTERMNEUROLOGICAIONDITIONS

People withlong term neurological conditiongsho do not access work, who fail to return to work after injury or onset or

who are encouraged to relinquish work prematurely may be financially disadvantaged, more prone to beynkrup
(RelyeaChew et al. 2009), have paarquality of life (Andelic et al. 2009; van Velzen et al. 2009) and adverse health
outcomes such as anxiety and depression (Franulic et al. 2004; Simpson et al. 2007; Ponsford et al. 2008, Phillips et al.,
2010). These onsequencesesult in increased consumption of health resources including GP semascksonsultant

contacts (Phillips et al., 2010)Despite protection from discrimination by theEquality Act Act 2010
(http://www.legislation.gov.uk/ukpga/2010/15/contentsaccessed September 201 lthey are alsoless likely to be
gainfully employed andnore likely to be in poorly paid jobs, disadvantaged in promotion and to take early retirement
than their peers (BSRM, 2010).

BRITISHBOCIETY OREHABILITATIOMEDICINERECOMMENDATIONS FBESTPRACTICE

New and existing guidelines (Tyerman and Meehan, 2B@ifish Society of Rehabilitation Mediciri2010) indicating how

vocational rehabilitation services should be organised and delivered for peoplelavithterm neurological conditions
recommend early intervention with information and support to prevent breakdown of relations with existing emppyer

rapid response to problems as they arise; open access to allow people (particularly those with progressive or intermittent
conditiong to re-access services when requitein d t hat services be sufficiently in
and danging needs.

These guidelineg¢Tyerman & Meehan, 20048British Society of Rehabilitation Medicine, 20H®monstrate a growing
consensus and evidence basabout the benefits ofvocational rehabilitationservices. However, there is increasing


http://www.legislation.gov.uk/ukpga/2010/15/contents

concern trey are inaccessible for people wittong term neurological conditionspany of whom fallrito ‘hard to reach’
groups, andit remains unclear to what extent existing services fit with these recommendations or meet the differing
needs of people witthong term neurological conditions

Currently there is no existing directory ofocational rehabilitationservice provision for people withong term
neurological conditionsn England. Pickard et al2004) mapped the rehabilitation resources for head injurytha
eastern region of England but did not specificatigord vocational rehabilitatiorservices Gladman et al. (2007) have
mapped specialist rehabilitation for neurological conditions but this did not include all regions in Engdardid their
researd relate specifically to the provision of vocational rehabilitation services.

EQuiTYy

In its Spending Review (2010) The Coalition Governnmeatie a firm commitment to equality for disabled people,
indicating that the proposed welfare forms are designed sapport disabled people into work while providing
unconditional support to disabled people who have the highest support needs.

Equity of access to services was also highlighted in the Darzi report (Darzi, 2007) the NHS Improvement Plan (DH, 2004)
and Ou Health, Our Care, Our Say (DH, 2006) and was one of the problems the N&kgfterm neurological
conditionswas developed to address. Certain groups of people \dtlg term neurological conditionmay have
difficulty accessing vocational rehisitation services because attitudinal barriers, social and cultural factors, limited
resources and service availability or because of their impairments. Othaysstruggle because of conflict about
commissioning pathways (many health care commismisnbelieve thatvocational rehabilitationis not a health
intervention) or because services are unable to respond to their changing needs over time. There is a need to
understand the barriers tavocational rehabilitationservice delivery in the EnglistHS and the potential for existing
providers of vocational rehabilitation services to adapt to the needs of people laithy term neurological conditions
across the four disease trajectoriesThe extent to which existing services meet the needs of pedmm black and
minority ethnic groups or those from areas of economic deprivation is also unclear.

In order that vocational rehabilitation services can be developed appropriately we need to know what vocational
rehabilitation services exist for peoplettvilong term neurological conditionsvhat proportion of eligible patients access
vocational rehabilitation services, and the characteristics of general and specialist services and how these meet the needs
of patients with different disease trajectoriesln addition we need to know the characteristics and practices of
successful services so that these can be reproduced in other settings for the benefit of patients.

AMS

The aims of this study wete

1 describe currently available specialist vocational rehabilitation services for peopldonighterm neurological
conditionsin England

1 provide guidance to commissioners and providers about the barriers and facilitators to establishing successful
vocatonal rehabilitation services and structures, processes employed by such services with exemplars of good
practice and

1 support partnership development.
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Chapter 2ZMETHODOLOGY

PHASEL: ESTABLISHMENT OF BXPERPANEL

An panel comprising 20 health/vocational rehabilitatimxperts including professionals selected on the basis of their
expertise and reputation in the field of vocational rehabilitatiand service user representativesas set up toensure

the researchwas meaningful and relevant to all stakeholders. Professionals were selected frange of professions,
types of service provider (DWP, NHS, Independent and third seetqgrtise indifferent neurological conditions and
geographical locatiarService user representatives consisted of people who had experience of the impact of a long term
neurological conditiorfwith each of the four trajectories being representedd the issues surrounding work

Three meetings with the expert panel were held eachrye Formal consensus development technig(Msrphy, et al.,
1998) ensuring a wide range of knowledge and experience was brought to the group, were used throughout the
research. In the first year the panebwsasked to;

a) agree descriptors for differentypes ofvocational rehabilitationservice and interventions to inform the
development of the questionnaire.

b) create a working definition of specialistocational rehabilitationservices for people withong term neurological
conditionsfor the purposes ofmapping.

¢) define minimum entry criteria for participation of services in the mapping exercise and

d) ensure organisations that have memberships of professionals interesteddoational rehabilitationwere listed
and prioritised for the mapping exercise

In the second year of the project, the expgdnel wasasked to;

e) Inform development of a sampling frame for selecting services for the case studiesagnele selection of case
study sites

Thepanel wasasked to agree criteria for the selection of services to be included in the case studies and to assist in and
ratify the selection process. Many of the criteria were predetermined in the proposal in an effort to ensure the research
addressed issues of eify identified in the NSF. The agreed criteria are listeshipage22 in table 4.1

Between the second and third meetings, the panel wasked for their help in developing and validating a tool, known as

a Context, Mechanisms, Outcomes (CMO) configuration, which formed the basis of the interview schedule and analytic
framework for thecase study phase of the projectime was spent at ththird meeting discussing the grolgresponses,
finalising and validating the CMO and agreeing the criteria for the selection of case study sites.

f) agree criteria for exemplars of good practice
g) agree dissemination of outputs includindevelopment of an onhe community and directory of services

The Expert panel were asked to consider the dissemination of outputs. One of these was a forum for knowledge sharing
around vocational rehabilitation for health care professionalsTwo approaches were suggested. eOwas the
dissemination of the work to the participants and a conference is planned for next year for this purpose. The second was
the development of a webbased network. This has been supported by NHS Networks and is currenttiebeioged
http://www.networks.nhs.uk/nhsnetworks/vocationalrehabilitation The Panel felt that there was a need for a website
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to be developéd where a) a map of all services identified (with alellde links to service details b) an audit tool for
service providers, ¢) a guide for commissioners, d) the final report, and e) links to existing guidelines and other Sources o
information and support including that from the statutory (DWP, Health), petelent and third sector DWP could be
hosted.A second website suggested waglirectory of mapped services available to service providers and service users.
After discussion this will be hosted by NHS Choices.

In addition to panel meetings, the expgranel were consulted several times by email and invited to;
i) comment on revisions of the service provider questionnaire.
i) Suggest literature to inform development of the CMO
iii) complete a questionnaire to validate the CMO

h) Comment on research findings

In thefinal expert panel meeting, a presentation of the service mapping findings and preliminary findings from the case
study investigation was made to the group and provisional conclusions discussed at length. Comments have been used to
inform the discussion ithis report. Suggestions for further work were raised.

PHASE2: DEVELOPMENT ONV@CATIONAREHABILITATIORERVICIPROVIDERUESTIONNAIRE

With the help of the expert panel and using thgold standard recommendations forbest practice for vocational
assessment and rehabilitation for people with long term neurological conditions (BSRM, 2@l @gveloped a 44em,

29-page questionnaire in 10 sections and two parts (A and B) to identify and map vocational rehabilitation services and
explore current pratice.

1 In part A questions exploredfunding sourcesreferral numbers and waiting timeBME groups servedime
establishedwhethervocational rehabilitatiomeeds werddentified and referredon or interventions provided
cross partnership workingraining professions and people involved in provisictient groups and disease
trajectories servegtiming of supportthe nature of the intervention deliverecudit and evaluatiopand factors
influencing service development. Both general and speciatisational rehabilitation services for people with
long term neurological conditionsompleted this section.

1 In part B questions explored in more deptthe components of the specialist vocational rehabilitation
assessment and interventiorelationshigs with other agenciesind the people involved in service delive®nly
service providers identifying themselves as providispecialistvocational rehabilitation servigén accordance
with our working definition (detailed below), were askeddommplete Part B.

a! aLISOAlLfAAG @20FGA2yFE NBKIFIOATAGE GA2Y
long term neurological conditionss characterised by

1. a multidisciplinary teamwith

2. expertise inLong term neurological conditionand

3. expertisein Vocational Rehabilitatiorwho through

4. shared education and learningnd by

5. working with employees and employers in the wogiace
co OFy YS8G (KS ySS8Ra 2F GKS YreaNRGe 2




Questionswere developed to measure fivith the recommendations fobest practice for vocational assessment and
rehabilitation for people with long term neurological conditions (BSRM, 204, the extent oimplementation of QR6

of the NSF folong term conditiongDepartment of Health, 20Q5Questions were also designed to probe: the differences
between general and speci@t vocational rehabilitation servicesnd the extent to which services met the needs of
people from BME groups. Most of the questions were closed or-stmedquestions. However, additional questions
probing perceptions about resources fanablers ofand/or barriers to future service developmerglied on a free text
response Details of any other knowmocational rehabilitatiorservices folong term neurolgical conditionsvere also
requested.

The questionnaire (se@ppendixA) was designed as a selfd mi ni st ered post al guestionnai
Desi gn (Didmah, @ADQ) Steps were taken to try to ensure maximum response with minimesponse error,

including clearly worded questions, a clear description of purpose and importance and clear instructions, emphasising the
potential outputs in the form of a directory afocational rehabilitatiorservices folong term neurological conddnsin

which their service could be included. To reduce perceived costs to respondents, the questionnaire was kept as concise as
possible.

MAPPINGSURVEY OFOCATIONAREHABILITATIO®ERVICES FOR PEOPITHHIWONGTERM
NEUROLOGICAIONDITIONS

Following the piloting phase, questionnaires were sent in three tranches to professional networks and organisations felt
by the Expert Panel most likely to be involved in health basedtional rehabilitatiorservice delivery (in priority order).

The seladministered postal questionnaire survey was conducted in three tranches as faltmwdemonstratedn figure

3.1 page 17

Tranche 1 College of Occupational Therapists Specialist Section Work (COTESMitbeje of Occupational Therapists
Specialist Section Neurological Practice (COTSSNP), British Society for Rehabilitation Medicine (BSRM) and services cited
in the Vocational Rehabilitatioafter Acute Brain InjurysuidelinegTyerman & Meehan, 2004)

Tranche 2 Work Psychologists at JobCentre Plus (WPs at JCP), Association of Physiotherapists in Occupational Health and
Ergonomics (ACPOHE)British Association of Spinal Cord Injury Surgeons (BAS%:&‘E)**CoIIege of Occupational
Therapists Specialisection of Independent Practitioners (COTSSIP)

Tranche 3Vocational Rehabilitation Association (VRA)

QUESTIONNAIRE SURBEYA ANALYSIS

Data from the questionnaires was entered in to an excel spreadsheet and descriptive analysis was undertakerfyto identi
patterns in service delivery, features of services and types of interventions offered to different clients/disease trajectory

! There were no responses to our email address to ACPOHE members so no further mention of ACPOHE is made

% On examination of the BASGt@mbership, it was discovered that all members were also members of the BSRM so a
decision was made not to approach them for a second time.
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groups. Data analysis was prioritised by tranche to ensure that each group was completed before mailshotting the next
g r o uyestibnnaires.

PHASE3 — QUALITATIVETUDY- DEVELOPING EXPLANATERIDENCE OF THRAGT OF
VOCATIONAL REHABATIION(VR)SERVICES

Vocational rehabilitationservices are complex systems with interconnected, interdependent components including
people rules, processes, social & financial capital, and structures, which vary across the UK. It is important to
acknowledge the existence of this complex context in order to gain -@epth and realistic understanding of effective
implementation ofvocationd rehabilitationservices.

Complex interventionsaccording to Pawsoat al. (2004) and Sridharaet al. (2006) are comprised of theories, involve
the actions of people, consist of a chain of steps or processes that interact and are rarely linear, are embedded in social
systems, are prone to modification and exist in open systems that change through learning.

Asa philosophy of science, critical realism is situated between the extremes of positivisnelatidsm (Pawson & Tilley

1997; Delanty 1997), and involves identifying underlying causal mechanisms and how they work under what conditions
(Pawson & Tilley 199 Pawson 2002; McEvoy & Richards 2003). Because causal mechanisms always occur in a particular
social context, there is a need to understand the complex relationship between these mechanisms and the effect that
context has on their effectiveness. Pawsand Tilley (1997) within their approach to realistic evaluation sum this up as:
outcome (the regularity ofvocational rehabilitationimpacts) = mechanism (the reactions ¥ocational rehabilitation
programmes which lead to patterns of behaviour) + contékie social and organisational conditions which enable
vocational rehabilitatiormechanisms to operate). The analytical work of realistic evaluation focuses on the development
and refinement of theoretical explanations that link context, mechanism and oo informed by stakeholder
perspectives, empirical data and theory.

A case study approach was used which is methodologically complementary to realistic evaluation, which advocates the
use of multiple methods for the collection of descriptive & explanatdata, and focuses on the importance of context

(Yin, 20@). In order to assist in explanation building and transferability of findings, multiple cases have been included.
The timeframe allowed fofive vocational rehabilitationservices (cases) to be lnded, comprising differing types of
vocational rehabilitatiorservices (general & specialist), and stage of implementation (established & developing).

SELECTION OF TEBESESTUDYSTES

With advice from the Expert Panel and survey data, five sites fomhtfrom the survey were selected to ensure
representation of the following criteria across cagesefigure 3.1, page 17)

METHODS OF DATA C@IUBN

Within each vocational rehabilitation service, sestriuctured interviews with purposively selecte@rgice providers,
including multidisciplinary team members & service managers were condudied.roles of each person interviewed are
listed below

Aylesbury
- Service lead
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- Senior OT x 2
- Work Psychologist

Tower Hamlets

- VR Therapist (OT)
- VRAssistant

- Neuropsychologist

West Sussex Communifyeuro Rehab Team
- Senior OT

- Band 4 O®&ssistant

-Band 6 OT

The Walton Centre
-Band 7 OT
- Band 6 OT
-Band 5 OT

Oswestry

- Senior OT

-OT

- Spinal Injuries Associatioepresentatie

The interview schedule was underpinned by an initial prograntmeery which provided a potential explanation of how
vocational rehabilitation services work, identifying key components and influences. The programme theory was
developed through analysis of (draft) best practice recommendations (BSRM, 2010), anduiltationswith the expert

panel. Recommendations were summarized into key themes within each of three domains: contextual influences,
vocational rehabilitation components and impacts. Realistic evaluation focuses on the evaluation of mechanisms, rather
than service interventions per se. However we decided to focus on vocational rehabilitation components in the early

stages of the case study research for two reasons: inter
more purist definitiono f mechani sms, and we postulated that some me
rehabilitation services. We anticipated that the exploration of vocational rehabilitation components within cases would
provide better opportunities to identify mechawsims ‘i n si t u’ in addition to those t
theory.

The programme theory was then plotted diagrammatically for consideration by the expert panel. A consultation
workshop was held on 09/12/09 when the programme theory was prestrand discussed by panel members. A
questionnaire was then distributed to expert panel members to confirm the integrity of the programme theory, or to
identify any missing element§his exercise confirmed the relevance of all aspects of the programnayth&ome
debate ensued about whet her ‘“providing assistance with
rehabilitation, but this was retained with the consensus of the expert partet final version of the programme theory

was then tranformed into interview questions which were designed to probe how it resonated with local services (the
cases), and to gain views about how the programme theory worked, for whom, and in what circumstances.

Interviews were conducted by one member of the rash team (BJ) audicorded, fully transcribed and managed in
MaxQDA®. Documentation describing the vocational rehabilitation service and the service context(s), together with
routinely collected data (i.e. audit, performance, financial) were also a¢etieo help contextualise findings.

DATAANALYSIS
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The process of data analysis was as follows:

1. Transcripts were read multiple times by the interviewer (BJ) to gain a comprehensive overttmnissues raised by
interview participants. Field notes and documents were used to clarify issues that were unclear.

2. Codes were then applied to “meaning units’ within e
transcript within which oe issue was developed by a participant. Whilst most codes were derived from the programme
theory, additional codes were used for data that were felt to be relevant to the objectives of the case study.

3. Tabulated summaries of codes were constructedeeh transcript using the three major domains of the programme
theory outlined earlier (contextual influences, vocational rehabilitation components and impacts).

4. Meetings were held with the project team to review the coding frame, and to discuss emergplanations across
cases. These explanations were couched in ‘realist?’ I an
circumstances. Reflecting the principles of realistic evaluation, attention was paid to the proximity of vocational
rehabilitation components and contextual influences.

5. Paying particular attention to contextual influences, these explanations were subsequently synthesized with
guestionnaire data on barriers and enablers to vocational rehabilitation service developnmehgra described within
this Report (Chapter 4).

Chapter BMAPPINGSTUDY- RESULTS
QUESTIONNAIRE RESHONS

In total 142 services providingcational rehabilitatiorfor long term neurological conditionsere identified Responses
to the questionnaires were obtained as demonstratedigure 3.1
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Mapping Vocational Rehabilitation Services for Long term Neurological Conditions
September 5, 2011

DEVELOPMENT G¥POLOGY ANAODEL ONOCATIONAL REHABILIDNSERVICES FOR
PEOPLE WITHONGTERMNEUROLOGICAIONDITIONS

In total, 142 services providingocational rehabilitatiorfor long term neurological conditionsere identified
Thirty-three (23%) were dedicated vocational rehabilitaticervices and 108 (76%) offered vocational
rehabilitation as a component ofgeneric omeurological rehabilitation service.

LEVELS OBERVICE

In total, we identified 6 levels of service which are demonstratefigaore Y At the lower end (bottoméft pale
blue circle) basic components @bcational rehabilitationwere being delivered byeneric rehabilitation
services(n= 24)where vocational rehabilitationprovision included identifying vocational needs and sign
posting to other services and/or pviding limited vocational interventions.

At the top end of the continuum (top right dark blue circiéRrspecific servicegn=25) typically characterized

by multidisciplinary teams, with quarterly staff training assessed vocational needs, provided vocational
education, vocational interventions, work site liaison, vocationassessment and assisted with job seeking

in addition tojob retention.

However, the majority of servicda=84)lie somewhere in the middle of the specialism/skill base continuum
and are delivered as @ocational rehabilitationcomponent of a neurerehabilitation serviceand intervene
during hospital stay anaft following hospital discharge.

The range ofvocational rehabilitationprovision within this category is very varigdvolving anything from
vocational assessment and signposting to other services for vocational interventions to the provision of all
vocdional interventions including work site liaison andassessment.

As 60% of the services identified fell into this category, we attempted to identify levelsoa#tional
rehabilitationwithin these services. Four sugategories were identifiedevelsA, B, C & [see Figure %)

‘“Level n=8)psoride vdcatienal assessment, vocational education and refer on to other agencies for
vocational interventions

‘“Level =17)deeas kevieldebst in addition, consist ofraulti-disciplinary team and provide limited
vocational interventions.

‘“Level B h=323de asvidr € ansl D but also provide staff training at least annually and deliver most
vocational interventions, including wodite liaison.

‘“Level An=27xbdld aniLevel 8, providing quarterly staff training in addition to the interventions
provided by Level B services and offer vocationasgessment and assistance with job seeking (in addition to
job retention).
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This grospeci a
services demonstrated the bes
fit with the BSRM (2010)
Recommendations for best

J practice

VR Component of
Neurological Rehabilitatio
Service (n=84)

Specialism

Plus; Multi-disciplinary team, provide
C limited voc interventions (n=17)

Assess voc needs, provide voc
D education, refer on to other agencies
for voc interventions (n=8)

VR Intervention Components

VR Component of Generic Rehabilitation Service (n=24)

skill Base
(not drawn to scale)

Figure 3.5To demonstrate different levels of vocational rehabilitation services for people with long term
neurological conditions

Within each level, @ne services were condition specific and others dealt with people from across all disease
trajectories. In level Cfpur were conditionspecific andour services dealt with severldng term neurological
conditions In Level hine were conditionspecift andeight dealt with alllong term neurological conditicn

At Level Bthe split was 50:50 and at Leve] gixteenwere conditionspecific andelevenworked across the

four disease trajectories. Of the 2mcational rehabilitationspecific serviceshirteen were pan disability
servicesthat also saw people witlong term neurological conditionsixwere neurdogy specific andsixwere
condition specific services.

NUMBERSEEN

Most of the services (71.2%) saw fewer than 25 people witkrterm neurobgical conditiongach year. Only
13 @%) of the identified services saw more than 50 people withgterm neurological conditionsach year
(Table 31in Appendix 2 Almost two thirds of the services (n5}8vere well established (had been running for
at least 5 years) and only 22 (15.5%) were new or emerging sers@asg in the last 2 years.

WAITING TIME

The average waiting time for clients to accessational rehabilitatiorservices varied Forty-three percentof

the services identified saw pete within one month of referral (10% within one week), 2B&tween 1 and 2
months, B% between 2 and 4 months and 7% (10 services) stated that the waiting time for clients to access
their services was in excess of 4 months.

TRAJECTORY SEEN
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Most of the sevices (97.2%) saw people with sudden onset neurological conditions, such as stroke or TBI.
However, between 50 and 60% tbe services identified addressed the needs of people from across the other
neurological disease trajectories. One third of the sawiidentified (n=45) were pan disability services, rather
than specific to people with neurological conditions and 40% were conesfi@cific (See Table3-2 in
Appendix 2.

INTERVENTION TIMING

Only one fifth of services (n=30) saw people at the time of diagnosis. Seventy pieieatified people during
a hospital stay or follow up appointment but most (83%) services intervened at the point when problems were
identified.

PROGRAMME CONTENT

The majority of services provided support to people planning to return to an existing job or to those who need
help finding alternative employment because they are unable to return to an existing9@¥ @nd92%
respectively. Although fewer services saw yauadults in the transition between school and education, we
were encouraged to identify Bservices meeting this need and 8ervices that helped people looking to
change their job or progress in their career. Fewer serine§8)addressed the needs ofepple considering
retirement (Table 3 in Appendix 2

Most of the services identified indicated that they were working in a way that was consistent with the BSRM
recommendations for best practic€010 i.e, their service included features considerehportant to
achieving meaningful vocational outcomes for service recipients. These included identifying vocational needs
referring to and accepting referrals from other agencies and liaising with th@anning and providing
vocational interventionsproviding vocational educatigrhelping people find and remain in workaison with

the workplace longterm follow up and monitoring of progresproviding vocational rassessmentrecording
outcomes and auditing and service evaluation. However, whilest of the services indicated that they liaised
with other agencies, only%services (45%) worked with other agencies in a defined pathway and while the
majority of services @) provided vocationabssessmentfewer (8%) said they provided vocational
interventions Less frequently available were vocational education, follgppvsupport and vocational fe
assessment (TabR4 in Appendix 2

AUDIT ANDIEACHING

Only a third (33%) of services reported carrying out routine evaluation ortkmng monitoring of vocational
outcomes and just over a half (55%) reported using outcome measures. Only a quarter (25%) of services
undertook regular audits.

Fortytwo (29.6%) of the respondents stated that they had never received any trainingodational
rehabilitation (Table3-5in Appendix 2

PROFESSIONALS INVO@LMEDELIVERINGAR

A wide range of professionals from diverse backgrounds are involved in vocational rehabilitation service
delivery. Occupational therapistprésent in 77% of services) and psychdtwgi(clinical psychologists,
neuropsychologists and work psychologists present in 26%, 35% and 10% of services respectively) were the
main providers of vocational rehabilitation within health based services offering some form of VR. Other
providers were ore members of the rehabilitation teams including Physiotherapists (present in 54% of
services), SALTSs (in 46% of services) rehabilitation assistants (in 46% of services) and social workers (in 17% of
services). Thirty ninpercent ofservices had medicahput from either rehabilitationphysicians physicians,
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neurologists or occuational health physicians. Thirty eigbércent ofservices had input from an employment
advisor, job coach, job broker or careers advisor, e¥tdri¥olved a placement officerCase managers were
involved in 136 ofservices.

QUESTIONNAIRARTB — TOWARDS GREATER RIEFDN ONMWOCATIONAREHABILITATION
SERVICES

In part B of the survey, services that identified themselves as fitting our working definition of a specialist
service responded to more detailed questions about vocational assessment, relationships with other agencies
and vocational interventions/0 services completed Part B.

Most of the services offered all aspects of vocational assessment, except medical exami(@ign39%),
ergonomic assessment (53%) and looking at work place policies (51%) and all vocational interventions. The
main shortfalls were in carrying out residential placement assessments (only 16%). Support with job seeking
and reassessmet were the kast often provided.

Nearly all of these services liaised with, referado and accepted referrals from other agencies but this was
done on an ad hoc basis rather than as part of a mutually defined pathway.

The main limitations of theseelf identified specialist services, was that few offered support with job
progression (57%) or job training (54%) and few arranged temporary work placements (57%). Sfenilarly
offered training in computer, clerical or other transferable skills (36%) or counselling. (308«eversome of

these limitations are likely to relate to the nature of the service users. For example residential placement
assessments are more likely to carried out for people with spinal cord injury or cerebral palsy and given that
not all of these services provide for these groups, these components may Ibeagssary.
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Chapter 4 BARRIERS ANENABLERS TIREVELOPMENT OF
VOCATIONAREHABILITATION SERRAC

AM

The aim of this chapter is taentify perceptions aboutbarriers to, & enablersof the developmat of
comprehensive vod@nal rehabilitation services. It draws on two sources of evidence generated from the
study:

f survey respondents’ views about barriers to and ene
services, and

1 case study particpnt s’ views about contextual influences on
services.

SURVEHNDINGS

Within Section 7 of the questionnairsee Appendix l)service providers were asked to answer questions
relating to the current and future devebment of the vocational rehabilitation element of their service,
focusingon initial development of the servigebarriers to the future developmen ambitions for further
development and perceived gaps in service3hese survey questions were developed using structures
suggested by the modernisation ageitfcmodified following discussion with the expert panel to reflect the
development of the contextual aspects of the realistic evaluation framewdrk. questionnaires demanded
yes/no answers but plenty of space was left for free text.

CASESTUDIES

The case study component explored the views of service providers about contextual influences on the impacts

of vocational rehabilitation, which were postulated to span from micro (e.g. service user characteristics) to
macro (e.g. societal attitudes to disitity) levels. Wi t h 't he e x p e5 ¢ase stady siles wereh e | p,
identified and agreed that fulfilled a range of contextual criteria that might impact on service delivery and
outcomes.

Table 4:1To show the purposive sampling approach

Criteria/Centre W2 2 NJ A Vocational The Walton Oswestry West SusseX
2 dzii Q - rehabilitation Centre Spinal Cord Community
Aylesbury service Liverpool Injury Neuro
Disability Centre rehabilitation
Options Team team
Tower
Hamlets

New/emerging

Well established
Substantial BME populatio
Condition-specific
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Several disease trajectories X X

Component of general X X X
rehabilitation service

Vocational rehabilitation X

specific service

Area of high X

unemployment/deprivation

Areaof low X

unemployment/deprivation
Urban location X

Rural location X

Fit guidelines well X

Job seeking in addition to X
job retention
Crosspartnership working X

Young adults entering work X X X

*The stroke element of this service is webt st abl i shed whil st it i's curr e
criteria to include all long term neurological conditions

PROGRAMMHEHEORY

A coding frame was developed frothe theoretical workundertaken by theexpert panelwhich was then
applied to data from each case. Synthesis across cases was completed themadtiodlltheoretical
propositionsof what worked, for whom and in what contexts were constructed.

Contextual factors Programme components Outcomes
Service user characteristics Timely and longerm support 9 Job retention
1 Cognitive capacity 1 Early and rapid intervention 1 Return to work after single
1 Functional capacity 1 Responsiveness to service use or multipleepisodes of
1 Educational background needs during the course of extended sick leave
1 Social behaviours / family their condition 1 Withdrawal from work on
circumstances health grounds
1 Attitudes & values Assessment 1 Entry to alternative
f Work history 1 Vocational assessment (global occupation
appraisal of a9 Transitionfrom education to
Employer characteristics work/training programme, employment
1 Responsiveness to the Disabili general functional capabilities
Discrimination Act and and social / behavioural
willingness to implement characteristics)
vocational rehabilitation 1 Employmeniassessment
recommendations (assisting individuals to make
an informed choice about an
Service characteristics appropriate and specific job /
f  Condition specificity of training)
vocational rehabilitation servicg
1 Auvailability of appropriate staff Providing tailored interventions
education and training 1 Facilitating single or multiple
1 Availability of resources work adjustments
including staffing 1 Provision of explicit verbal and
written advice
Locality characteristics 1 Worksite meetngs
§ Connectedness of services at § 1 Provision of specialist
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local level equipment and aids
1 Partnership working between | I Assistance with travel to work
general and specialist services
Working with employers

Social contexts 1 Engagement with employers
1 Population characteristics over time
1 Geographical characteristics
Social deprivation Working whole systems
1 Job market 1 Cooperation with other
services
1 Societal / political contexts
1 Societal attitudes tdong term

neurological conditions
1 Benefits system

SYNTHESIS

The two sources of data have been synthesized around a-peéewed framework that consolidates theories
and models of implementatio(Damschrodeet al., 2009. Implementation focuses on the theory and science
of closing the gap between knowledge (afly in the form of evidence or policy) and everyday service
delivery, and includes initiatives such as evidehased practice, research utilization and knowledge transfer.

implementation theory emphasizes the importance of the organisational contekinwthich staff operate, in

shaping implementation within health services (eGreenhalghet al., 2004). There is a recognition of the
“dynamic interplay between individuals and the organ
influences il i vi dual and organi sat i on aetal, B08% pSywhichuis negiebtedn g e 7 (
in theories of individual behaviour change. Whilst there are a number of conceptual and theoretical
frameworks which have been developed the Consolidated Frasriefor Implementation Research (CFIR) has

attempted to consolidate these (Damschrodaral., 2009), identifying the following domains:

1 Intervention characteristigsncluding core elements, and peripheral elements which are adapted to
e n s u rvathirt afparticular organizatical setting
Inner contextsuch as the structural characteristics, netk®and communications, cultuend climate

Outer contextor the economic, political and cultural contexts within which an organization sits

the IndiMdualsinvolved with implementation (in this case, the vocational rehabilitation staff), and

=A =A =4 =4

the Implementation Processr the process through which vocational rehabilitation services are instigated
and sustained.

The CFIR is a pragmatic attempt to addréhe complexity of implementation by unifying constructs from the
literature, and its use may reduce the danger of ignoring relevant issues by reliance on any one theoretical
position.

VOCATIONAREHABILITATIO®BHARACTERISTICS

This domain considerthose aspects of vocational rehabilitation interventions themselves which may inhibit,
or enhance, the development of services.

Page24



Mapping Vocational Rehabilitation Services for Long term Neurological Conditions

September 5, 2011

CORECOMPONENTS
Two core approaches to vocational rehabilitatiowhich, although described interchangeably by case study
participants, could be differentiated by their focus, as follows:

1 Job Retention- where interventions wee planned to return the service user to their employer in the
same modified or newjob role, and

1 Return to work— where support to engage or rengage wth the job marketwas provided and may
include a change from any previous occupation that the service user was engaged in.

Central to & servicesvasaction planning around goalgs theprimary tool for the development and delivery
of vocational rehabitation interventions. Goals are regulanigviewed(to a maximum of threamonthly) with

the service user, and appeto be the primary tool for program development, maintenancaultidisciplinary
workingand relationship buildingvith the service user (and employer). Action plannmgsuallyformalised in

a written document with copies provided to the service usketion planning may, depending on service user
wishes, includét SNIIA OS dza S NE Qo imipleMeént add sppgrRorofddsidiBingrventions.Where
provided, this supporis considered extremely important for the success of int@tions which often occuin

the home.

Practical Tips

1 Modellocal Job Retention and Return to Work pathways

91 Clarify opportunities and capacities for family and carer engagement in vocational rehabilitation
1 Systematic approach to assessment, goal setting, and intervention planning

JOBRETENTION

Therewas alack of clarity as to what constitutes vocational and employment assesstnand all services
appear to undertake acopr ehensi ve “i*of tsat viacs estauwandtheirqurreat i nj ur y
circumstances. This initial assessmentagable in whether it addresses issues relating to warkany depth.

If the focws is job retentionthen occupational therapistdecome involved and this seems to begin the process

of return to work activities such as contacting employers and clarifying pre injury work tasks. If it is assessed
that job retention is a possibility, functional/ task based analysis provides the base for rehab activities aimed

at building the skills needed for return to the same jttihe focus is return to workhe initial assessmernis a
precursor to further indepth rehabilitation assessment with wo as a focusThis may includeextensive
neuropsychological assessment and have multi disciplinary inputdtermine the most appropriate
vocational rehabilitatiorinterventions for service users.

For some services job retention appears to bean additional role which relies on the interest and skills of
individual occupational therapists and st ems f owoarshijpof acdupatos.iTlere avhbttle
consistency in specialist education and trainingiith descriptions osignificantpractical learning curvedor
occupational therapistén both neurdogicaland vocational rehabilitation service$n this way, occupational
therapistsconsideed vocational rehabilitatiorinterventions injob retention as arextension of theirexisting

skills and a response to service user neéavolvement in legal or benefit issues relating to compensation or

the Disability DiscriminationAct were areas in which they expres$a lack of knowledge and skill. There was
debate about these areas being outside tineclinical remit and some service users were signposted to
services such as the citizen's advice bureau or other legal sites for further advice or advocacy on these matters.

The internet www.direct.gov.ukwasq ot ed several times as resladckrce of

of time and resourcesoupled with adarge geographical service arealso affected the capacity of non specific
vocational rehabilitatiorproviders to engage in complé¢ob retention cases.
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In non-specialist vocational rehabilitatioservices,occupational therapistgjave examples ofob retention
interventions which indicate that they are providing sophisticated intervéons in complex situations. These
included liaisonwith employers,leading worksite meetings, managingprksite adaptations in conjunction

with Access to Work, creatively desigg and seekng out specialist equipment and aids, and asaigtwith

travel to work interventions. Their examples indicatenfidence in their dealings with employerand
awareness of the issues from both employer and service user perspectives, although primarily they would see
their role as being isupport of the service user.

For specialistzocational rehabilitatiorproviders,job retention interventions appeared to be integrahther
than additional. For example one servidescribed a pattern of neutogical rehabilitation interventions
specifically designed ta addresss er vi ¢ e u s e retrn tonheiepdesinjufy @mployraent. Having
clarified a service user's previous employment situation throligison with employes and ocupational
health contacs, assessed work tasks and completed a detailed task analysis, logiced rehabilitation
interventions were then custised around the overarching aim ofestoration of employment skills.
Influences on the success of this approach includéfkring perceptions of readiness for return to work
amongstGeneral Practitioners, employers and occupational health providees)daccess to multidisciplinary
teams which offer staffand resources particularlysychological service$o support vocational interventions.

Job etention appears to beaddressed (with client consent and as a goal in the action planning process) by
occuptional therapyfunctional assessment undertaken at theorksite. The process that was reporteal

work bestwas the @cupationalTherapist making anearly contact with the employer meeting with the
employerin the workplace and completing a task analysifor the service userFrom this task analysis,
discussions with employers about job demaratsd availableclinical informationare synthesised into an
individual vocational rehabilitation interventioprogramme Individual action plans need to focus on
rebuilding thespecificskills the person needs to perform thgwb: if rehabilitation interventions are not
focussed on work tasks, then the job retention process may be extendedm this first meeting with
employers ongoing liaison with them by theccupational therapist regardintpe readiness of the service user

to return to their previous jols required Theoccupational therapistvill also negotiate withoccupational
health servicesand primary care (e.g. General Practitioneadjout the readings of the service user to return

to their previous employment.Having ease of access to other professional disciplingssychology/
neuropsychology in particular for people with cognitive difficulties, speech therapy for stroke) enables these
other discigines to also be taken to worksite meetings to address employer concerns and to assist in the
development of appropriate rehabilitation interventions for service users .

Whilst a range of job retention interventions are utilised, it was evident tmaximA 2 A y 3 @& R 8IF RNB | f
application of interventions (e.g. reading in a noisy environment) was important, often demonstrating a high
degree of creativity from vocational rehabilitation staff. Other, organisational approaches to providing real

world opporturities for service users for job retention activities includeark preparation programs

devel oped with, or drawing on the resources of other
such aspurposebuilt environments to enable work task diation were highlighted as an area of need by

several services.

Practical Tips

Clarifylocal expectations of clinical staff with regard to vocational rehabilitation
Ensue access to high quality vocational rehabilitation education and training
Devdop service level agreements for specialist assessment when required
Establistearly contact with the employer

Maintaina ‘-werlld’ focus on worKk

=A =4 -4 4 -4
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RETURN T&AVORK

Anytransition of service users from medically based rehabilitation servicasdisability employment service
requires bridging support to ensure that the functional (and particularly hidden cognitive) limitations of service
user s’ condi ti on fProadme thisbridding gupportbetveeensemplayrdent and vocational
rehabilitation for service usersvas vaiously addressed by services, ranging fromoeplete service with an
employment placement specialist based in hougesignposting to other employment / disability services. In
house return to work services are multiceted, and includeanvassing for employerayrangingplacemens

for service users, anthe completion ofdetailed vocational / employment assessmeiricluding writing C¥

and interview skills.Staff require considerable tenacity and skiils networking with employersgstablisling
networks with employment placement advisors in other services to extbedange of employer contacts

and developingunderstandingof the labour marketWh i | st these activities enhanc
they highlight the fragility of these services if they leave or services adesigned.

Within this approach, specialist vocational rehabilitation interventions incluidéehsive initial assessment,
group programs for work preparation and employmentppart, and the integration of therapeutic
interventions from neurdogicalrehabilitation services such as information groups on cognition and memory.
Examples ofolocation with neurological rehabilitationhighlighted the importance of & 6 K2t S &aeaid Sy
appNEB I OK¢ (2 & SkNAdby@he Vdcitiongl yehabilation service, drawing in (and developing)
capacity to support work placements and other return to work components. One vocational rehabilitation
Return to Work service employed amployment placenent consultant who hae significant role in sourcing

work placements and employment for service users as well as negotiating benefit and other financial issues for
them. Whole systems working in this case was characterised by the developmédatadfnetvorks (both

formal and virtual)for both employers and employment service provideasd trainingJobCentre and other

staff.

Ot her appr oa cpartnership madél witth e Misakility Employment Service to manage its return
to work servicesHere, occupational therapy staffrom the vocational rehabilitation service worked in a
Disability EmploymentService several times a weedglivering interventions (e.dorain training in a work
oriented rather than health care environment. These complemigr@rapeutic interventions such as speech
therapy and psychological interventionghich were managed by thevocational rehabilitationservice in
parallel tothe search foemployment.In this case,le disability employment servidethe primary provider of

all employment related training, work placement activities (supported by worksite assessment if required by
the vocational rehabilitationservice), voluntary activities and employment skills development such as CV
writing and interview skills practiceHowever these serviceswere closely connected to the vocational
rehabilitation serviceenablingongoingrehabilitation liaison and joint working betweeservice usersthe
vocational rehabilitatiorservice and theDisability EmploymentService.

A “mixed partnership approach to the delivery of ro
linkedits service users to jpatient advocacy organisation via a eae-one work clinic conducted fortnightly at
the service. This representativwas employed to conduct vocational assessmesit provide acounselling
service source contacts information and resources for service users. Througladiiecacy organisation,
voluntary work placementsvere set up,and contacts and leadfor potential employmen opportunities
provided As funding for the post was provided by the advocacy organisation, this arrangement was
exclusive for people with a particular long term conditionService users with other conditions who are
seeking to return to work are signptes! to generalservices in their localitguch aslobCentre Rus and Access
to Work should they require transport to work or workplace adjustmer@sher vocational rehabilitation
services adopt a less integrated approach to the organisation and detiffeeyurn to work services, and focus
on “ si g topcakdisdbititygsupport servise
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When people are not returning to their previous job (because the job is no longer suitable or no longer
available),vocational rehabilitatiortask is more complexNot only does a new job need to be found which
meets the interests and skills of the service user, but there is a process of them accepting the need for change,
developing the skills for a new job as well as mastering the skills of seeking employmegibjjdey a CV,
targeting appropriate positions, writing applications and being interviewed for jado®) negotiating their
disability status in the job market with potential employers

Practical Tips

1 Developpartnership working with Return to Work service partners

1 Developentrepreneurship in creating useful links with local employers

1 Integrate employment skills into other neurological rehabilitatisarvices

91 Supportclients in regaining/developing illk for seeking and securing new employment

SERVICKEISERPERSPECTIVES

The tailoring of vocational rehabilitation plansto service user needsas supported by the goalesting

process and there appeardd be a prevailing view amongst service providers that as long as the goal setting
and individual focus of programs is present, then goals including vocational goals can be met. The relationship
between service users anebcational rehabilitationproviders appearso be a supportive problemsolving

one. Thehealth condition of the service usappeared to be a explanatoryfactorin vocational rehabilitation

only to the extent that it tailored the nature of both rehabilitation and vocational interventidikilst each
individual circumstance was approached as a unigase,the familiarity of vocational rehabilitation staff

with the types of difficulties a particular client group may preseimtformed the development of individual

action plans

Whilst sigrficant functional limitations may be present, vocational and alternative occupational options will be
explored and supported as long as this witta service user wants and has the motivatida pursue. The

role of work in the life of the service user grgury or iliness appears tafluencetheir motivation to return to
employment. If a service user had limited employment history prior, they were considered unlikely to want to
pursue employment posinjury. Familieswere also seen to have a role influencingmotivation either by
encouraging their family member to have a rest from wark encouraging them to return tavork enabling
some s ense “dofretutnn Serviovauberstwiio may alreadg disadvantaged in the labour market
due to limited language skills or limited transferrable sk{lls both) are further disadvantaged by functional or
cognitive restrictions

Service users who appeead most atrisk of not accessing vocational rehabilitatiowere thosewith mild to
moderatetraumatic braininjury who were discharged early from aclgnt and emergency services,dassing
early referral pathways through inpatient hospital or community rehabilitation serviegmary care services
do not appearto consistently adopt aeferral role for this grap: one vocational rehabilitation service
indicated the main referral route wasmployment services often after a history of failing to maintain
employment. It is this group whicliere also cited as being most at risk of havindden cognitive difficulties
which affected their capacity to retain or maintain employment post injuBue to their relative invisibility
problems with cognitioralso appear to requireignificant explanation to nealinical servicesand bespoke
interventions to address their specificity. For these reasmuecessful vocational interventiorfer service
users facing these problems cant@source intensiveand requireresponsiveness over time

Return to workservices requiredstaff (employment placement officers) or in services available to them
(partnerships or local connections with disability service providers) that spediatisieveloping relationships
with employerswh i ch may enabl e servi ce ursekplcements o test theirt a k e
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abilities, and access further training and job seeking suppothe$fe opportunitiesare usedthese need to be

closely monitored and supported by the rehabilitation service provider who can use them to further define an
appropriate job for the service userFor some clients, work placements were an important means of

facilitating the growth of confidence and skills over time, particularly where there were opportunities to

address psychological barriers to return to woaksess general employment issues and provide opportunities

for clients to develop amor? A Y T2 NY¥ SRQ @A S g . WherelwsrlS plagetndifs Requitedl cligngs NJ|

to access other services and people as part of placement activities, placement success apfpe mediated

by <c¢lients’ cognitive factors (e. g. i-up iopportaritieso n ) wh e
associated with that pl acement . In these cases, clie
long term neurologcal conditionsand / or needs, and the mediation activities of placement advisors between

client and employer, appears to be a key factor in determining placement success.

Practical Tips

9 Tailorvocational rehabilitations realistically to individual giee user contexts
1 Explorecas¢ i ndi ng strategies for vulnerable groups, or t
1 Buildcapacity for work placements to help service users develop an informed view about work

EVIDENCBASE

The evidence base was highlighted in a number of ways in this study, principally making reference to national
guidance such aBlICEGuidelines for MSNSFfor Long Term Condition<ollege of Occupational Therapy

policy document "Work Matters"BSRM guidare on Vocational Rehabilitation for Acquired Brain Injury; and
specificscientificpapers (e.g.Locket al, 2005 and O'Brien2007) A and comparison with other countries

‘“Knowl edge that return to work post spinal cord injur

Practical Tips
1 Ensuelocal access to evidendmsed resources for vocational rehabilitation

INNERCONTEXT

This domai refers to the barriers and enablers that operate through the structural and other characteristics of
the settings in which vocational rehabilitation services are implemented and operate.

SERVICINFRASTRUCTURE

The success of Job Retention interventioves linked to early and rapid interventionThis was enabled by
close relationships between the heakbased service staff and the vocational rehabilitation service staff that
were developed through cdocation. In this context, service useeferral pathvayswere easier to develop,
allowing early interventiorwith the service user whilst thewere recovering from their illness or injury and
concerned about employmenissues Where neurdogical and vocational rehabilitatiogerviceswere co
located, clearsignposting of vocational rehabilitation mitigated against the clinical hegemonfyrdtional
restoration.

However anumber of centres(n=45) within the survey reported #ack of a rehabilitation service
infrastructure locally to support vocationaiehabilitation. This may reflect lack of services or lack of a local
strategy. I n additi onocational rehabilitatiom seevicesan offen besproneutat ur e’
fragmentation across the numerous service partnelsbcentrePlushealth services,ssocial services, the

voluntary sector as well as work related occupational health serviPestnership workingwas seenas

essential to successful vocational rehabilitation. A number of criiegiherships were identifiedn the case
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study data Firsly, the need for JobcentrePlus and Health funded services to work effectively togethdr
secondy, for better liaison within different sectors of the health services, and finally links with employers.

The need forclear pathwaysand linkswith JobcentrePlus and its services was seen as a clear development
need. There wasapparent paradox with somease studyespondents being critical of the services offered by
JobcentrePlus in supporting people withng term neurological conditionwho are seen as having complex
health needs. More specifically JobcentrePluas seen to focus on people who are unemployed and on
benefits, but not have the resources to support people with progressive conditonsomplex cognitive
disorders However, fronthe case study sites itis clearthéte 2 A Yy SR dzLJQ a SNIIA Cefedhe 6 A i K
most effective in supporting people witlong term neurological condition® return to work whether in
retaining previous employment or obtaining a new post. Thagwvas strongly endorsed by the professionals

on the expert panel, although individual service users on the expert panel reported unsatisfactory experiences
with Jobcentreplus, reflectinthe views expressed by some services in the questionnditele sone services

had developed effective and clear pathways this was most successful in areas where services were truly
multidisciplinary. Characteristics of these teams included regular meetings, shared educaimeatom, and
perceived expertise.

Practial Tips

1 Developshared pathways across Vocational Rehabilitation service partners

1 Ensuethat relevant knowledge and skills related to long term neurological conditions are evident in these
pathways

LINKS WITHEMPLOYERS

Job Retention interventionsvere thought to be successfulue to the presencef occupatonal therapists
within the worksite and theirability to reassure employersSuccess waalso aided bypositive employer
attitudes: employersappeared to beparticularly supportive of job retentin if their relationship with the
service user was positive prior to their development of a health condifidre ability toprovide ongoing
support to people who have retained their jobs appedrs be critical to them sustaining employmenor
negotiating alternative employment including promotionwith the same employerOngoing support built
confidence foremployers and service userfcluding a point of contact, a means &ldressany subtle
difficulties that were not apparent on immediate return tavork (particularly for people withimpaired
cognitive function, and any ongoing issues of adjustment omsegvice users werdack in the workplace.
However a primary concenvas often thecost of reasonable adjustmentghich, in most circumstances, could
be partially addressed b&ccess taNork.

Where new employers were accessed for work placements, tasters or jobs, they were described as having
attitudes sympathetic to disability employmergnd had theime and resources$o support the introduction of

a person with a disability into work. Often however the support for disability employment may have resided
with one managerand when that manager left, new management may not always have been so supportive.
Vocational rehabilitationproviders cited achange of manager as a period when the service users may
experience difficulties in the workplace. Essentially employers also had to have the insurance coverage
necessary to enable them to take a person on voluntary or on placement and the ongoing support of an
employment advisor.

Practical Tips

1 Developa service strategy that promotes engagement with employers

1 Developresources for employers that provide information on support available, and practical guides for
supporting people living with long term nedagical conditions in the workplace
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FUNDING ANIGOMPETINGRIORITIES

The commonest barrier to the future development of vocational rehabilitation that was reported in both the
survey and case studies wimited funding. Most of the vocational rehabiliteon identified in this study was
delivered by Community Rehabilitation Teams. Such teams have a wide range of responsibilities, of which
maintaining safety in a vulnerable population, and treating people with severe disability (for example, those
who havedifficulty transferring) takepriority over those with vocational rehabilitation who may have invisible
disability, and often appear to function well in a less demanding domestic environment.

Practical Tips
1 Usebusiness planning frameworks to identtfye costs and benefits for local commissioners in investing in
Vocational Rehabilitation
1 Explore opportunities for pooled funding across service partners to deliver comprehensive vocational
rehabilitation service models

OUTERCONTEXT

This domain refers tadhe economic, political and social factors that influence vocational rehabilitation
services.

POLITICARESPONSIBILITY

Survey respondents reported that some health PCT commissioners reéretant to fund vocational
rehabilitation servicesas they saw this more properly as the domain of the Department for Work and
Pensions, despite QR6 of the NSF for long term neurological conditions and other recommendations about the
importance of work in NICE guidelinddowever, it was felt thatvocational rehabilitation is properly the
domain of health services for the following reasons

1 People with long term conditions present to health services

I Specialist skills in terms of symptom management (fatigue, spasticity, cognitive difficulties) are
provided by health care professionals. Individuals with acquired brain injury are particularly
vulnerable to prolonged unemployment if their cognitive difficulties, particularly frontal executive
functioning, are not recognized.

1 Acutely unwell patients neesupport to engage with employers.

1 Vocational rehabilitation is simply one aspect of rehabilitation which aims to support participation in
societal roles. This has a bearing on perceived outcomes. Many vocational rehabilitation
interventions may aim tomprove behaviours, skills, and participation in structured activity. These
may not always result in a return to work but are successful rehabilitation interventions improving
participation, welbeing and quality of life. Such outcomes are inherent i @aims of the NSF for
long term neurological conditions and the stroke strategy.

This issue is likely to exacerbate local uncertainties about funding which risk the sustainability of those
vocational rehabilitation services already embedded within local eegional networks of health services,
partner organizations and employers.

VOCATIONAREHABILITATIOBIAFF
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This domain refers to the barriers and enablers that operate through the staff engaged in delivering Vocational
Rehabilitation Services.

HUMANRESOURCES
Staff bases were reported to be poor not only in termswambersbut also in terms ofkill mix with many
teams wanting greater access to psychology services, benefits and legal advice and expertise in the job market.

STAFFTURNOVER

Where referral pathways for job retention neeetl to be established with services external to thecational
rehabilitation service problems with staff turnover in those external services impa&d on the referral
process Where this was the case, time resources were gomd in creating and sustaining relationships
across services. In localities where formal referral pathways were lacking, there was a potential array of
servicesthat may also see job retentionsatheir remit,impacting negatively ortimely referral to specialist
services, potentially makinttpe task of returning them to their previous etgyment more complex.

EDUCATION ANBRAINING

As highlighted earliefew staff received regulaeducation andtraining in vocational rehabilitation and 30%

of services hd received no training in this area. Areas highlighted as important for training included
increasing knowledge and skills in vocational rehabilitation through greater opportunities for training. There
was support for a nationally recognized vocationahakilitation syllabus and competence$herapists
expressed considerablancertaintiesabout the legal implications of working within a clientworkplace.
Anxiety also existed about the legal responsibilities about advice given aroundBtpeality Act 2010and
reasonable accommodations, with concerns that inaccurate advice could result in litigattoere was also

fear about perceived risk for clients, that poor advice might result in worse outcomes.

Practical Tips

1 Developof integrated workforce and organisational development plans for vocational rehabilitation

1 Usenational competency, knowledge and skills frameworks as the basis for the development of edycation
and training opportunities

INSTIGATING ANBYUSTAININGOGATIONAIREHABILITATIONERVICES

This domain refers to the barriers and enablers identified in the processes and strategies used to implement
and sustain vocational rehabilitation services over time.

ENTREPRENEURSHIP

There were many examples of pocketsvotational rehabilitatione x c e | | e ni& B} A fedisudlyd N&E Q
single clinician (occupational therapist, physician or psychologist). However, concerns were expressed over
sustainability, even in settings where the services were-eathblished and seen as expeMVhere services

were led by a single entlsiast it was clear that that service was vulnerable to that individual leaving. Little
succession planning at an organisational level was evident, and we assume that this reflects the low priority
given to this work in many settingshi¥ was perhaps bestxpressed by the followingurvey comment
‘“Commitment of staff t e-againstthe ollds pragrarpmeaugderadhneatén 2@00 i n g
due to funding difficulties- winning the NHS Nye Bevan Modernisation Award for South East region
safeguarded arvice in shorterm’. Being "evaluated example of good practice" for QR&N&Hong term
neurological conditionsalso provided some ongoing protection in the face of funding shortfalBBther
comments suggested that for many practitioners practicing hglitation meant delivering a vocational
rehabilitation service. To not deliver vocational rehabilitation was to deny a key aspect of the rehabilitation;
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that is, that rehabilitation aims to increase participation in life roles, and to deny part of thdake that has

been developed by many occupational therapists, psychologists and physicians.

Practical Tips

1 Use benchmarking or leadership development to share good practice, and increase capacity in em

vocational rehabilitation services

edding

SUMMARY

Together, the survey and case study components of this study identified a range of barriers to, and drivers for
the development of vocational rehabilitation services. These operate from a service user level, influencing
whether individual plans achieveeaningful impacts, to a macro, policy level, where uncertainties about
funding and lead responsibility for commissioning services risk losing the service expertise that has, for the
most part, evolved through service delivery. The following figures peowd indication of the relative

strengths of barriers and drivers, as perceived by service providers across England.
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Driversto service development
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Chapter 5DISCUSSION

KEYHNDINGS

The findings from thismappingstudy suggesthat vocational rehabilitation servicdail to meet the needs of
people who have difficulty working due to neurological disability. Services are scanty and see only small
numbers of patients. Over 10 million people live with a neurological condition, of whom a million are disabled.
10% of thos receiving incapacity benefit have neurological disability (Black 200&)y people needing
access to vocational rehabilitation services will not identify themselves as disabled having hidden disabilities
such as mild cognitive impairment or low mood. Wentified 142 services, the majority of which treated less
than 10 patients per year. Assuming (generously) that on average each service treated 20 patients per year we
see that these services treated only 2,840, that is less than 3 in a thousandsef with identified disability

and less than 3 in 10,000 of all those with neurological disord&mnilarly an earliesurvey identified 250
specialist neurtngicalrehabiitation services suggesting less than half of neurological rehabilitation services
view vocational rehabilitation as intrinsic to their service.

Teams offering vocational rehabilitation feel themselves to be umdsourced in terms of staff numbers,
expertise and access to a range of disciplines. This is compounded by inadequistenieaducation and
training in this field for health care professionals. A further problem is that there is no clear guidance on how
data should be collected in this complex field and hence reduced ability to identify the benefit(s) of an
intervention designed to keep someone in, or help them return to, work. These problems, combinec with
lack of clarity about commissioning responsibilities, and a changing context of health and social care services
suggests such services are fragile

In contrast the ase studies and the mapping suggest that there is a clear consensus about the nature of
vocational rehabilitation, and that this coincides with the perspectives in the National Service Framework for
long term neurological conditions and the BSRM guidannevocational rehabilitation for long term
neurological conditions. When vocational rehabilitation is offered it is offered to a high standard, by therapists
who are both skilled and creative in their approach. Certain key mechanisms emerged for thesiicce
implementation of vocational rehabilitation. These included the advantages of health services that were co
located with employment services, and associated with that the need fardmation of servicesThis type of

cross boundary working was higghted in the BSRNh both 2000 and2003. (BSRM 2000, BSRM 2003).
Services which had established these links delivered the largest range of services and were seen as successful.

The importance of multiagency multidisciplinary teams in supportingkwetention needs to beclearly
recognised.A core team at a minimum should consist of occupational therapy and psychology with access to
JobcentrePlus. The majority of work psychologists based in JobcentrePlus did not respond to our survey which
demondrates the extent of the separation between DWP and NH8here services were not docated,
enormous energy was spent developing personal links which were vulnerable to staff turr@wae 10 years

after the BSRM report on vocational rehabilitation facute brain injury therecommendation about cross
boundaries working has not been implemented.

The need for job retention interventionand dctivity be t ai |
limitations was seen as critical, and in the case of job seeking interventions, the need to focus on both work
and employment skills and the benefits of accessing work placements were also seen as important.
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INTERPRETATION

LIMITATIONS

As tere is no existing directory of services, we were unable to determine to what extent we had successfully
identified and mapped vocational rehabilitation services for people with LTNC. Neither were we able to
determine how comprehensive our response rateasy as our strategy involved approaching member
organisations and networks, which held no records of their menibeosk roles, therefore of those initially
approached only a proportion would have been expected to respond. Moreover, not all service psovide
belong to formal network or special interest groups. Many of these groups require health care professionals to
become individual members and this may be cost prohibitive. Alternatively providers of pan disability or
generic rehabilitation services, whdp not specialise in VR or align their interests with any one condition or
group of conditions may be less likely to be members of one of the networks we used to reach providers in this
survey. It is therefore possible that VR rehabilitation of some soprovided by pan disability services in
areas, particularly in rural areas where there are fewer condition specific or specialist rehabilitation services
for people with LTNC (Gladman et al., 200

It is also possible that some services may have optedod identifying themselves as a provider of VR,
particularly where this was not an agreed part of the service.

I n turn, we do not know whether the ‘gaps on the ma
that have either not been reachetly our mailing strategy or chose not to take part in the study. We
attempted to address this issue in th& &anche of the survey, by askimil VRA members to respond to the

email invitation, even if only to indicate that they did not provide VR forpbeavith LTNC or that they

provided VR for people with LTNC but did not wish to take part. However, the response to this was so poor

that we were unable to crossheck our records.

However,it is believed that this map of services providealistic' ap s hot '’ of current servi
that even if more services were identified h e o v er al | locatonscof servicedype® df setvibes,

the nature of provision by service type or disease trajectory and the clients whose needs aresaddresild

not changemarkedly

Other limitations include information specific to individual conditiolge soughtresponsesaccording to
disease trajectory which may haveobscured important information abouinequity and unmet need for
specific neurologil conditions particularly srvicesfor people with conditions already considered hard to
reach andhat are alreadythought to be undewepresented an poorly provided for

We also have little information from the postal survey aboothservicesvere commissioned and managed
whendelivered agart of a wider rehallitation service.

Although the questionnaire was developedfidl collaboration with the expert panel there were some design
limitations which may have affected the response rate. Thastuded the combination of opeanded and
closed questions, some with unordered and some with ordered categories negué@spondents to switch
between different question structures increasing cognitive eff(@illman, 2000)and possibly leading to
deaeased motivation to complete and/or data error.

Social desirability may hawaso resulted in respondents making their service appear more comprehensive
than it is in realityDillman, 2000Jones & Rattray, 2010)
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Although these limitations are acknowlged the effect they may have had on the response rate or response
error is unclear.

RELATEBESEARCH

These finding from our study are supported by other studies from the NSF for long term neurological
conditions Policy Research Programitmethe study lel by Professor Ray Fitzpatriekamining the experiences

of people withlong term neurological conditionghe vast majority othe participants who had progressive
neurol ogi cal conditions (multiple scl ethadnotbeeniPar ki ns
paid work in the last three yearsOf the remainder, whilst the majority did not feel the need of support in

relation to employment, between 19% and 27% cited different forms of support they wioale wanted but

did not receive.

The stuy of Community interdisciplinary neurological rehabilitation teamdemonstrated people with long

term conditions accessed community interdisciplinary neurological rehabilitation teamsatotain physial

functioning and psychosocialell-being. This concept of maintaining function is particularly critiwapeople

with progressive conditions who should be able to a
functioning’ . There is a percept i @eopletwitma signifcantmmuni t vy
disability but for people with long term neurological conditions struggling in the workplace their disability may

be invisible. As in our study this studgncludedthat specialist expertisen long term neurological conditions,

or a particular neurological condition, was common to those services valued most by people with long term
neurological conditions, and thatoluntary sector organisationgarticularly those with a focus on specific

neurological conditions, were central todldelivery of care

The study ofTransition to Adulthood for Young Men witlbuchenne Muscular Dystrophlgy David Abbott &
Professor John Carpentebserved thattwo thirds of parents had insufficient information about options for
what their son did nekin his life At the time of the interviews, about a third of the young men Haabn at
home during the day and not doing any kind of educatimaining, or work for betweera few months and
seven yearsHalf the young men interviewed were, or had beé@namainstream schoolMost families were
unclear about the process of formal transitipfanning Almost all saw college as the next stafthough here
was often not very muckchoice of college because of access problems; some w&seted towards
resgdential collegeOnly one person had had a paid job. Those who had tried tgdim&ifaced insurmountable
di fficulties r attitadese dcceds @robemep bnd a dacks of specialist and useluice.
Vocational rehabilitation services whicdupported people as defined in the National Service Framework
Quality Requirement 6 would ensure interventions for people who need it.

With regard to young adults with congenital disorders undergoing transition there is a real concern that with
connexionsand the career service beingxed in response to the need for budget cukere will be no
advocate for theséndividuals

POLICYDRIVERS

In undertaking this research we subscribe to th Convention on the Rights of Persons with Disabilities: the
right of di s ab Wakdon gnequal basis witlo athers in a labour market and work environment that
is open, inclusive and accessible

We agree with Liz SayddjISO 201)ithat' Emp| oy ment matters. Work is positi
social status and for relationships. Employment is a core plank of independent living and for many people work
is a key part acknowledge that suppbrgrpeopld with disabditiedto enter, remain and
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progress within the workforce is important to Department of Work and Pensions, Department of Health, The
Treasury and to patients

We are strongly supportive of the view expressed in the Black rg20@8}hat an integrated approach to
workingage health should be underpinned by the inclusion of occupational health and vocational
rehabilitation within mainstream healthcare; clear professional leadership; clear standards of practice and
formal accreditationfor all providers; a revitalised workforce; a sound academic base; systematic gathering
and analysis of data; and a universal awareness and understanding of the latest evidence and most effective
interventions.

We agree with government policy that peopdbould beshouldbe ableto define their own needs and take

control of the servicethey receive We note thathe crosssect or concordat, ‘“Putting
vision and commitment to the tr an sfrantrewarkebetiveemcentrdl adul t
government, local government and other partners in December 2@0i¢h led to theintroduction of personal

care budgets. We support the extension of this concept to personal health care budgetheandR i g h t t o
Gontrol’ initiative which includes Access to Work and Work Choice as qualifying services.

We note the excellent strides made in the delivery of stroke services which are now commissioned to a quality
standard developed by NICE. We recognize the need for services to pléaeddly in response to local need

and resources but feel that strategic leadership is critical as vocational rehabilitation crosses boundaries
demanding input from both the NHS and JobCentre plus.

CONCLUSIONS

1. Vocational rehabilitation services do noteet the needs of people with long term neurological
conditions. Particular concern exists around the needs of young adults as they enter the work place
few services worked with school leavers.

2. Vocational rehabilitation teams are undegsourced in terms of staff numbers, range of disciplines,
andexpertise

3. There is no consensus on how outcome data should be collected and it is not collected routinely

4. There is consensus about thature of vocational rehabilitationwvhich is summarizin the National
Service Framework for long term neurological conditions and the BSRM guidance on vocational
rehabilitation for long term neurological conditions.

5. Key mechanisms for the successful implementation of vocational rehabilitation inctbdgutesence

of multiagency multidisciplinary teams and the-lozation of health services with employment
services

RECOMMENDATIONS

APERSON CENTREIRVICE
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Money should follow the individual so they can receive vocational rehabilitation/job support
interventions from where they choose, be it NHS, Jobcentre Plus, independent or voluntary sector.

Individual budgets should be made available to patients as pffersonalized health budgets or
similar mechanisms to enable them to purchase vocational rehabilitation and job support.

The specific needs of people with deteriorating conditions to receive support in order to maintain
their work needs to recognized thin service structures, as well as those looking to retain jobs after
illness, and those seeking new work need to beogeised.

TRAINING

1.

Nationally agreed competences should be developed for different aspects of vocational rehabilitation.
These could be based on the competences developed by the Vocational Rehabilitation Association
which will be published in 2012y those being developedly the Coucil for Work and HealtAnd
developed further by Skills for Health, and accredited by the Sector Skills Council

Nationally recognisednultiagency, multidisciplinaryraining in vocational rehabilitation should be
made available for health profesonals. Such courses could be hosted by deaneries or other
appropriate hosts.

Funding should be made available for the development of sheits-based courses to which both
work and health care professionals could attend.

CAPACITDEVELOPMENT

1.

Voational Rehabilitatiorshould be embedded in all rehabilitation services, exsally reurological
rehalhilitation services. A lead foro¢ational Rehabilitation should be desigited for each service
Each member of the neurological rehabilitation team sliohave time for Vocational Rehabilitation
embedded in their job plan

Vocational Rehabilitationchampions should be appointedfor each health sector Vocational
Rehabilitationchampions should have time fdfocational Rehabilitatioembedded in their job plan.

We are supportive of theJKRC and BSRM call fomational rehabilitationstrategy, which should
incorporate vocational rehabilitation. We note the Rehabilitation StratiegyScotlandhasa model
for vocational rehabilitatio that outlines the support structures that should be available to
individuals in workplaces to promote health and wa#ing at workand identifies a rapid access
referral process through which individuals should be able to secure support and speciaitst from

a dedicated vocational rehabilitation team consisting of a range of professionals

JOINED UP WORKING

1.

2.

At anationallevel there should be strategic and policy leadership to ensure closer working between
JobcentrePlus and NHS services.

At alocal level, vocational rehabilitation champions should be appointed from both the health sector
and JobCentre Plus to ensure partnership workVhole systems working may be characterised by the
development of local networks (both formal and virtual) for betmployers and employment service
providers, and training Job Centre and other staff.
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3. DEAs and other JobcentrePlus employees should be able to make referrals directly to NHS vocational
rehabilitation service.

4. Pilot studies should be established to evaluate different methods of working between JobCentre Plus
and Health Care Professionaldan example would be more placements of DEAs in hospitals and
primary care. In the pastDisablement Resettlement Officers weepften based in rehabilitation
servicesaand were felt to be extremely successful in ensuring work return.

EVALUATIN®ROCESS ANDUTCOME
1. Standardised methods of recordingocational rehabilitation interventions should be identified
Examples of such approach include the ICF Core set for Vocational Rehabilitation.

2. Standardised approaches to recording outcome should be established and recorded.

3. Work status for people with long term conditions should be considered as an outcome for the Quality
OutcomesFramework
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