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This research report is based on
work undertaken within the Mental
Health Economics European
Network (Box 1). |l

Box 1: Mental Health Economics European Network

The Mental Health Economics European Network (MHEEN 1) was
established in 2002 with 17 and extended in 2004 to 32 countries.The
Network is coordinated by the PSSRU at the London School of Economics
and Political Science and Mental Health Europe, based in Brussels, and
supported with funding from the European Commission.

For further information about the Network visit the MHEEN website at
www.mheen.org.

The Group comprises the following partners: Martin Knapp, David McDaid,
Helena Medeiros (London School of Economics, United Kingdom); Mary
Van Dievel, John Henderson, Mari Fresu (Mental Health Europe, Brussels);
Ingrid Zechmeister (Austria); Ronny Bruffaerts (Belgium); Hristo Dimitrov
(Bulgaria); Anna Anastasiou (Cyprus); Petr Hava (Czech Republic); Taavi Lai
(Estonia); Pekka Rissanen (Finland); Jean-Pierre Lépine (France); Reinhold
Kilian (Germany); Athanassios Constantopoulos (Greece); Judit Simon
(Hungary); Kristinn Témasson (Iceland); Brendan Kennelly, Eamon O’Shea
(Ireland); Francesco Amaddeo (Italy); Liubove Murauskiene (Lithuania);
Kasia Jurczak (Luxembourg); Ray Xerry (Malta); Silvia Evers (Netherlands);
Vidar Halsteinli, Solveig Ose (Norway); Katarzyna Prot-Klinger (Poland);
Ménica Oliveira (Portugal); Raluca Nica (Romania); Pétr Nawka (Slovakia);
Mojca Dernovsek (Slovenia); Luis Salvador-Carulla (Spain); Jenny Berg,
Linus Jonnson (Sweden); Matthias Jaeger (Switzerland); Mehtap Tatar
(Turkey); Sonia Johnson, Giuseppi Tibaldi, Tomasz Adamowski, Luis
Salvador-Carulla, Torleif Ruud, Thomas Kallert, Petr Nawka (ESMS -
European Service Mapping Schedule Network); Karl Kuhn (ENWHP -
European Network for Workplace Health Promotion); Eva Jané-Llopis
(IMHPA - Implementing Mental Health Promotion Action); Heinz
Katschnig, Graham Meadows, Julien Mouques (Expert Advisers).

A national survey of schemes providing support to people using direct

payments

Vanessa Davey, Tom Snell, Jose-Luis Fernandez, Martin Knapp, Robin Tobin, Debbie Jolly, Margaret
Perkins, Jeremy Kendall, Charlotte Pearson, Nicola Vick, Paul Swift, Geof Mercer and Mark Priestley

Background

Direct payments legislation was
implemented in England, Scotland
and Wales in April 1997,and a year
later in Northern Ireland, for people
between the ages of 18 and 65
assessed as requiring community
care (Department of Health 1997;
Northern Ireland 1996; Scottish
Office 1997). Subsequent changes
to the legislation have expanded
the potential user population to
include older people, children aged

16 and 17, parents of disabled
children and carers.*

services, numbers remain very low.
In England 27,700 people were in
receipt of direct payments between
April 2004 and March 2005 (Health
& Social Care Information Centre
2006); in Scotland, the equivalent
figure was estimated to be 1,438
people (Scottish Executive 2005).

Across the UK, direct payments
must now be offered to everyone
assessed as needing social care, but
take-up has been slow, particularly
in Wales and Northern Ireland
(Riddell et al, 2005). There has been
considerable growth in uptake in
Scotland and England since 2003,
but relative to the overall sum of

In an effort to encourage take-up
among a more diverse client base,

people receiving community care * With the exception of carers in Scotland
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funding was made available both to
promote the use of direct payments
and to develop support schemes,
widely recognised as being central
to their use (Hasler 2005; Pearson
2004a; Pearson 2004b; Scottish
Executive 2003).The Department of
Health made a £9 million Direct
Payments Development Fund
(DPDF) available to 90 different
partnerships of local authorities
and voluntary agencies in England,
representing approximately three
quarters of all local authorities
(Department of Health 2004). Funds
for the first round of successful bids
were issued in September 2003,
with the second round of funding a
year later, at the time the survey
was sent out.

Despite the policy emphasis on
promoting direct payments and
supporting the development of
support schemes, very little is
known about the degree or forms
of support available, or about the
accessibility of support schemes to
different user groups.Two surveys
were therefore designed to collect
up-to-date information about the
local implementation of direct
payments. One questionnaire was
sent to every local authority in
England, Scotland, Wales and
Northern Ireland.The other,
described here, was sent to
organisations that support people
receiving direct payments, in an
effort to provide the first mapping
of the state of direct payments
support organisations and identify
their capacity to respond to the
needs of different user groups.

Main findings

Origins and function of organisations
providing direct payments support

A large proportion of organisations
in England and Wales were
established many years prior to
their provision of direct payments
support,and the supply of other
services continues to form a major
role in the majority of cases.The

average length of time providing
direct payments support was
relatively low — particularly in
England where there has been a
significant amount of recent market
growth.

The majority of organisations in all
countries identified themselves as
being in either the voluntary or not-
for-profit sector. However, there was
considerably more diversity in the
types of organisation providing
direct payments support in England
than elsewhere in the UK. Whereas
in Scotland the majority of support
was provided by local schemes,
almost one quarter of direct
payments support provision in
England was by national voluntary
providers. There was also a minor
presence of local authority-led
schemes.

All organisations in Scotland and
Wales indicated that they provided
support to all user groups, whereas
a third of organisations in England
did not provide support to one
group or more. Overall, the number
of clients covered by support
schemes was found to be
significantly lower than the total
number of users in receipt of a
direct payment.

Staffing

Support organisations
predominantly had small
workforces: approximately one half
of English and the majority of
Scottish and Welsh organisations
employed three workers or fewer.
The average staff caseload among
English organisations was at the
high end of the recommended
maximum level, and far greater
among local providers spanning
one or two neighbouring local
authorities in England. Were
support to be provided to the
estimated 27,700 direct payment
users in England without increasing
the supply of support workers, this
caseload would increase by more

than 60 per cent. While staffing
levels tended to be highest in
England, organisations in Scotland
and Wales were found to have
lower user-to-staff ratios owing to
lower numbers of users supported.

Almost all staff members of support
schemes were paid. Most individual
workers supported multiple user
groups:an indication that staff
specialisation was not
commonplace among support
organisations.

Income

The reported income of individual
organisations ranged enormously,
from under £10,000 to nearly £1
million per annum.The income of
support schemes was derived
almost entirely from social services,
although approximately one third
of income in England was obtained
from the Direct Payments
Development Fund, which may
have become a substitute for some
social services funding.

The average total income in
2004-05 reported by organisations
in England was £58,635.In Wales
the figure was slightly lower at
£43,295, while the average for
Scottish organisations was only
£15,700. Among organisations in
England that provided data relating
to both 2003-04 and 2004-05,
there was a rise in total income of
approximately 19% between the
two financial years. Accounting for
the number of users supported, the
best resourced organisations were
in the North East, London, the West
Midlands, the South East and Wales.

Expenditure

There was wide variation in the
total level of expenditure reported
by support organisations. This was
largely a reflection of the
differences in workforce levels, as
staff costs accounted for
approximately three-quarters of
total expenditure. Recruitment
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difficulties, where they exist, may be
partly attributed to low pay:levels
of expenditure suggest that salaries
were far lower than in comparative
social care positions.

The average total expenditure per
organisation in England in 2004-05
was £57,800.In keeping with
income levels, total levels of
expenditure reported by Welsh and
Scottish organisations were lower
(£39,222 and £13,480 respectively).
Average expenditure per whole
time equivalent staff member in
England was £16,372 in 2004-05. A
marginal rise was observed in both
total expenditure and expenditure
per staff member from the previous
year.

Services provided to direct payment
users

Two-thirds of support organisations
had a contract or service-level
agreement in place with their local
authority, generally specifying the
types of services and information to
be supplied to users, although
minimum levels of support were
rarely stipulated. Around a half of
contracts required training of care
workers or care management staff.
Three-quarters of support schemes
were aware that funding would be
available from their local authority
in the next financial year.

Advocacy services were highly
prevalent and usually funded by
local authorities. AlImost all
organisations participated in raising
awareness of direct payments.The
supply of campaigning and support
and training for undertaking self-
assessments were the least
frequently offered (42% and 35% of
English organisations, respectively),
and were often supplied without
local authority funding. A wide
range of accountancy services was
available, although only around one
half of organisations provided
payroll support.Indirect payment
schemes (sometimes called third-

party schemes), although a
potentially vital resource for some
clients, were only available in 42%
of support schemes in England.

Service provision varied markedly
according to organisation type:
local providers provided the
greatest range of advocacy services
but relatively few accountancy
services, particularly payroll and
related services.Conversely,
affiliates or branches of national
organisations serving all user
groups tended to focus on
accountancy services, with lower
levels of advocacy services
available.

Less than a third of support
schemes in England could be
categorised as providing employ-
ment agency or employment
business services which would
make them liable to regulation by
the Commission for Social Care
Inspection but there was confusion
among respondents as to how
regulation might apply to them.

Charging users for support services
was commonplace in Scotland but
less so in England in Wales; charges
in England were most commonly
levied by national organisations
offering direct payments to all user
groups. Private payers were
supported by over a third of
schemes in England and Wales, and
the majority of Scottish
organisations.

Most organisations in England and
a large proportion in Scotland and
Wales held peer support meetings;
the majority of attendees were
users with physical disabilities,
however a large proportion of
carers and mental health service
users would also attend.

Around 20 per cent of services
users in England had to wait to
receive direct payments support.
The average length of wait was just

under five weeks, although this was
much longer in London, the East
and Wales. Large local providers in
England recorded the lowest length
of wait, despite having the highest
ratio of users to staff. Organisations
in Scotland reported no waiting
lists.

Service utilisation

Support schemes appeared to be
providing intensive levels of
support in the initial stages of
setting up a direct payment, and
various levels of continuing care.
Service users in England required
an average of 8 weeks support to
set-up their direct payments service
and a further 12 weeks on average
to become independent
(comfortable with their required
support in managing a direct
payment and other services from
the organisation). During these
periods service users were reported
to receive frequent home visits and
telephone consultations: on
average, services users were visited
around three times per month
during the set-up period, and then
once or twice per month before
being able to manage their direct
payment.Telephone consultations
were carried out at a comparable
frequency. In addition, support
schemes reported that they
conduct frequent reviews of clients
— as often as three times per year in
England.

There was little apparent difference
in the input required on average by
clients from different user groups,
although marginally more intensive
input was required to support
mental health service users.

Significantly more input was
reported in Scotland: set-up alone
took on average 20 weeks per user.
Service users from support
organisations situated in London
boroughs and shire counties in
England also took longer than the
average to set up services, possibly

19



RESEARCH REPORTS

research BITES Issue 4, May 2008 .

owing to recruitment difficulties.

The intensity of service utilisation
also varied to a large extent
according to the nature of the
support organisation: intensity
among branches of national
providers of support to all user
groups was particularly high,
regardless of the length of time
taken in setting up services or the
duration of support provided.

Factors aiding or hindering the
implementation of direct payment
Overall, support organisations were
more likely to identify factors that
positively assist the
implementation of direct payments
than those that hinder
implementation.The factors
identified as being most crucial
were generally related to the local
organisational infrastructure: an
effective support scheme, staff
training and support, local
authority leadership and the
provision of accessible information
for potential recipients.

Responses highlighted some
significant differences in attitude to
national legislation, policy and
guidance: over 90 per cent of
English support organisations
identified this as a factor that
positively affected implementation,
compared to less than a half of
organisations in Scotland and
Wales. Furthermore, Welsh
organisations identified the lack of
ring-fenced budgets as being a
major hindering factor.

Conclusions

The early development and
successes of direct payments are
owed largely to the efforts of
community-based Centres for
Independent Living (CILs), whose
commitment to promoting access
to and support of direct payments
ensured their widespread
acceptance as a significant
contribution to independent living.

A paucity of CILs in numerous
authorities, coupled with the
limited capacity of existing CILs to
extend support to all user groups,
led to a move toward alternative
providers of support.

Findings from the survey of support
organisations illustrate the
dynamics of the direct payments
support infrastructure and its
development across the UK, most
notably the considerable variation
in the level of diversity in direct
payments support. Data also
demonstrate that a considerable
proportion of direct payment users
are not covered by a support
scheme: over 50 per cent of all
people using direct payments.
Whether this is a reflection of the
transitory nature of users' needs for
support, users finding alternative
sources of assistance, or users being
unable to access services, is not
entirely clear. A significant
proportion of schemes in England
did not provide support to all user
groups; a factor that may only
partly be attributed to the growth
of user-group specific schemes,
aimed at addressing the individual
needs of users of mental health
services, older people and people
from black and ethnic minorities.

The provision of support services
was clearly contingent on local
authority funding, and varied
considerably between different
types of provider, with the result
that certain services were in short
supply.The focus within a sizeable
proportion of local authorities
appears to be on funding support
services that promote uptake and
setting-up of direct payments and
ensuring that recipients receive the
required training to meet basic
statutory requirements, while
responsibilities associated with the
ongoing management of a direct
payment are frequently left to the
individual.

It should be noted that the

continued promotion of direct
payments and improved guidance
and information are likely to have
had a significant impact on the
state of direct payments support
since the survey was carried out.
Moreover,a number of further
developments including the end of
DPDF funding, the growth of In
Control services for people with
learning disabilities and the launch
of the individual budgets pilots will
all have had a bearing on service
utilisation as the situation
continues to evolve.

References

Department of Health (2004) Carers
and Disabled Children Act 2000 and
Carers (Equal Opportunities Act) 2004
Combined Policy Guidance,
Department of Health, London.

Department of Health (1997)
Community Care (Direct Payments)
Act 1996: Policy and Practice
Guidance, Department of Health,
London.

Hasler F (2005) The Direct Payments
Development Fund, in Leece J and
Bornat J (ed) (2005) Developments
in Direct Payments, The Policy Press,
Bristol.

Health and Social Care Information
Centre (2006) Personal Social
Services Expenditure and Unit Costs:
England: 2004-2005.Bulletin:
2006/01/HSCIC.

Northern Ireland Office (1996)
Personal Social Services (Direct
Payments) (Northern Ireland) Order
1996 [1996 No. 1923 (NI 19)].

Pearson C (2004a) Keeping the cash
under control: What's the problem
with direct payments in Scotland?
Disability and Society, 19, 1,3-14.

Pearson C (2004b) The
implementation of direct payments:
issues for user-led organisations in
Scotland, in Barnes C and Mercer G
(eds) Implementing the Social Model
of Disability: Health and Social
Support Services, The Disability

20



RESEARCH REPORTS

research BITES Issue 4, May 2008 .

Press, Leeds.

Riddell S, Pearson C, Jolly D, Barnes
C, Priestley M and Mercer G (2005)
The development of direct
payments in the UK:implications
for social justice, Journal of Social
Policy and Society,4,1,75-86.

Scottish Executive (2005) Direct
Payments in Scotland 2005. Statistics
Release, Scottish Executive,
Edinburgh.

Scottish Executive (2003) Direct
Payments Social Work (Scotland) Act
1968: Sections 12B and C: Policy and
Practice Guidance, Scottish
Executive Health Department,
Community Care Division,
Edinburgh.

Scottish Office (1997) Community
Care (Direct Payments) Act 1996:
Policy and Practice Guidance,
Enclosure to Circular No. SWSG3/97,
Scottish Office Social Work Services
Group, Edinburgh.

Acknowledgements

This work was undertaken by the
PSSRU, which receives support
from the Department of Health,
and by teams of researchers
funded by the Modernising Adult
Social Care (MASC) research
initiative and by the Economic and
Social Research Council. The views
expressed in these publications are
those of the authors and not
necessarily those of the

funding bodies. |l

Further information

The full report Schemes
Providing Support to People
Using Direct Payments: A UK
Survey, presents the findings of
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(1.07MB) or just the executive
summary (332KB).

After transition: health and social care needs of
young adults with long-term neurological

conditions

Jennifer Beecham, Tom Snell, Margaret Perkins and Martin Knapp

The Neurological Alliance (2003)
has estimated that 10 million
people in the UK are living with a
neurological condition, over 8
million of whom require short-term
support to manage their daily lives.
Over 1 million need some help with
daily tasks and will be out of full-
time employment, and about
350,000 require help for most daily
activities.

Young adults with long-term
neurological conditions who are
facing the transition from child to
adult services often encounter
particular challenges. Accessing the
right support is key to achieving
independence and maximising
opportunities to contribute to
society,and is an important policy
concern.

A recently completed Department
of Health-commissioned study by
Beecham et al.focuses on three
neurological conditions:

Epilepsy

is an intermittent condition,
characterised by unprovoked
seizures. It is often stabilised with
medication but specialist services
are needed during acute episodes
or to respond to changing
development or age-related needs.
Epilepsy is one of the more
common neurological conditions,
affecting around 42,000 young
adults aged 18-25 years in the UK at
any one time.

Cerebral palsy (CP)

is an early onset condition that can
have serious consequences for
children that continue into
adulthood. CP covers a group of

disorders that are permanent but
not unchanging and most people
with CP (91%) have spastic cerebral
palsy in which some muscles
become stiff and weak, affecting
their movement.

At any one time there will be about
9,400 young adults in the UK who
are aged between 18 and 25 years
and have CP, of which only about
7% of young adults with CP live in
staffed care settings - the great
majority live with their parents.

Acquired Brain Injury (ABI)

is a sudden onset disorder. Road
traffic accidents, assaults, fights and
falls are common causes among
young adults aged 18-25 years old.
ABI prevalence rates are difficult to
find because of the many causes, so
the study’s incidence-based
approach started with the number
of young adults injured and
attending hospital and then tracks
their care pathways over a notional
12-month period.

Young adults aged 18-25 comprise
10.4% of the population and this
figure has been used to estimate
the incidence of ABl in 18-25 year
olds as a proportion of the overall
A&E attendance rate for ABI
(n=15,600 young adults).This
approach may underestimate the
number of young adults as ABI
incidence rates peak during young
adulthood, and diagnosis of ABI
may be poorly recorded at A&E or
on the ward.

As well as looking at the health and
social care services currently used
by young adults, the wider impacts
and unmet needs for health and
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social care services for young adults
aged 18-25 years with neurological
conditions who have started to be
supported by adult services, the
authors also looked at the costs of
health and social care services in
this context.

The findings indicate that 11,500
young adults with epilepsy in the
UK live in staffed accommodation
at a total cost of £715.3 million, 40%
of which is borne by the NHS (2005
prices). Furthermore other
community-based services that
provided important support for
people with epilepsy cost £8.9
million, of which hospital services
account for 62% and social care
services a further 28%.The authors
estimate the average cost of health
and social care support as being
£17,200 per person per year (2005
prices).

The study shows that support costs
for a typical person with CP are
£7,900 per annum (2005 prices),
although this excludes costs for
transport help, medication, aids and
equipment, or formal personal
carers at home or in education.The
estimate for personal assistance
would almost double the costs to
health and social care services,
adding £6,600 per person per year.
The total health and social care
costs for supporting young adults
with CP are estimated at £74.3
million or £136.6 million if the costs
for formal (paid) personal
assistance are included.

Most incidents of ABI require little
more than a visit to the A&E
department or a short stay for
observation at the local hospital,
although one in five people may
continue to have residual
symptoms six months later, such as
dizziness or poor concentration.
The total annual costs for this
group are £23.8 million or around
£240 per person.

Health and social care costs are
much higher for those people who
have ABIl-related disability. This will
be around 1,600 young adults,
about 10% of those seen at
hospital, costing health and social
care budgets at least £47.2 million
per year.

The study estimates there will be
around 350 young adults who are
likely to return to their own homes.
Many will have stayed in hospital
for a month or more and about a
third will have had a prolonged
period of rehabilitation.The
average health and social care costs
over the 12-month period are
£16,970 per person.

A further 940 young adults will
continue to require support either
in their own homes or in low-
support congregate settings, of
whom about one in five will have
stayed at a residential rehabilitation
unit; average annual costs will be
£32,900 per person.

Finally there will be around 310
young adults who are severely
disabled as a result of their ABI.
About half of this group will have
stayed in a rehabilitation unit but
all are resident in high dependency
placements at an average cost per
person of £33,900 over the 12-
month period.

The overwhelming picture that
emerges from the study of young
adults with neurological conditions
is that:

+ thereis widespread under-
recognition of needs and poor
support during the transition to
adult services;

 discontinuities in service contact
are common;

+ social care support is frequently
reported as low;

* many young adults remain
heavily dependent on their
parents; and

« opportunities for independence
are severely restricted.
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Projecting future service use and expenditure

Adelina Comas-Herrera, Raphael Wittenberg, Linda Pickard, Derek King, Juliette Malley

The financing of long-term care for
older people is a topical issue,
especially in view of demographic
trends. A number of key questions
arise.How many older people are
likely to require long-term care
services in thirty or forty years'
time? How much are these services
likely to cost? Will the cost to public
funds prove affordable? Who
should pay? How should costs be
divided between public
expenditure and private sources of
finance? Reliable projections of
future demand and of future
spending on long-term care are
needed in order to address these
issues.

The PSSRU model was constructed
as part of a project on long-term
care finance funded by the
Department of Health to provide
answers to such questions.

The PSSRU model

The PSSRU model has provided
projections for the Royal
Commission on Long Term Care, the
Department of Health, the
Alzheimer’s Research Trust, the
European Commission, the National
Assembly for Wales, the Joseph
Rowntree Foundation and
individual local authorities.The
model is regularly expanded and
updated to provide new
projections for the Department of
Health.

The model aims to make
projections of four key variables:

+ the future numbers of disabled
older people by age, gender and
household composition

+ the likely level of demand for
long-term care services and

disability benefits required for
older people

* the costs associated with
meeting this demand, by source
of funding

+ the social care workforce caring
for older people.

The model includes unpaid
informal care and a range of formal
health and social services, covering
residential, day care and home-
based services.

The model has recently been
updated to 2004 as base year and
further development of the model
is in progress.The model produces
four types of projections: numbers
of disabled older people likely to
require long-term care, long-term
care health and social services that
will be required to meet demand,
public and private expenditure on
those services and on disability
benefits, and social care workforce
caring for older people.

The PSSRU model does not forecast
future policies or future patterns of
care, but makes projections based
on specific assumptions about
future trends in key factors
influencing demand for care. A set
of base case projections take
account of expected changes in
factors external to long-term care
policy, such as demographic trends,
but hold constant policy-related
factors, such as patterns of care and
the funding system.The base case
is used as a point of comparison
when the assumptions of the
model are subsequently varied in
scenarios.

Examples of application in
PSSRU Research

| Project 1: Paying for Long-Term
Care for Older People in the UK:
Modelling the Costs and Incidence of
a Range of Options (Nuffield-funded)

The PSSRU team has recently
completed a new study on paying
for long-term care for older people
in the UK, funded by the Nuffield
Foundation.The study makes
projections of expenditure on long-
term care services under a range of
options for reforming the funding
system.The projections include a
breakdown of expenditure
between public and private
funding and an analysis of the
projected differential impact on
older people in different parts of
the income distribution.

An innovative linkage was
developed between two simulation
models: the PSSRU
macrosimulation model and the
CARESIM microsimulation model
developed at the University of
Essex.

A base case set of projections was
made on the basis of official
population projections, constant
disability rates, real unit costs rising
by 2% per year, current patterns of
care and the current English
funding system. Public expenditure
on long-term care is projected to
rise, under these assumptions, from
around 0.95% of Gross Domestic
Product (GDP) in 2002 to around
1.95% of GDP in 2051.The
projections are sensitive to
assumptions about future mortality
rates, disability rates and rises in
real unit costs.
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B project 2: Projections of LTC use
and expenditure associated with
dementia

A second recently completed study
concentrated on people with
dementia.The aims were (a) to
make projections, for the next thirty
years, of: future numbers of older
people with cognitive impairment;
their demand for long-term care
services; and the future costs of
their long-term care; and (b) to
explore the factors likely to affect
future long-term care associated
with cognitive impairment, such as:

« future numbers of older people
prevalence rates of Cl

+ trends in household composition

+ provision of informal care
patterns of care services

* unit costs of care

The study involved the
development of a model to
investigate the impact of cognitive
impairment among older people
on LTC demand and expenditure,
and the exploration of the
sensitivity of the model to changes
in its main assumptions about the
future.The assumptions relate to
trends in factors that will affect
future long-term care costs of
cognitive impairment.These
include, not only the future
numbers of older people and future
prevalence rates of cognitive
impairment, but also trends in
household composition, provision
of informal care, patterns of care
service use,and the unit costs of
care.

The model used for the dementia
study was a macro-simulation (or
cell-based model), building on
previous PSSRU long-term care
projection models. It used a range
of data, in particular from MRC-
CFAS, simulating the impact on
demand of specified changes in
demand drivers, or specified
changes in patterns of care, which
makes projections on the basis of
specific assumptions about future
trends. Base case assumptions were
made about trends in key factors
expected to impact on future LTC
expenditure, and variant
assumptions about the key factors
are introduced to test for sensitivity.

M project 3: Modelling of demand for
long-term care for ‘working-age’
adults and older people

This third stream of work is
described on page 9 of this issue.
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| have recently
been visiting
PSSRU at the
Kent and LSE
branches
(August 2007-
January 2008), and have now
returned to my position as
Professor of Economics and
Director of the Health Economics
Research Group in the Public
University of Navarra (Spain).

My research interests and expertise
include the following: health
economics and public economics
and, specifically, economic
evaluation of health care
technologies (schizophrenia, stroke,
AIDS, hepatitis C, breast cancer
screening,...), health output
measurement, health care reforms,
equity in health and regional health
care financing. | have published
more than 100 papers in journals
and chapters in books, and edited
several books on health economics.

| have been
enjoying, since
September,a
. Yyearon
A sabbatical at
Al thepssru (LsE
and Kent) as
well as the Center for the
Economics of Mental Health
(CEMH) at the Institute of
Psychiatry. Normally, | am based at
the Douglas Mental Health
University Institute (a smaller
version of the IOP and Maudsley
put together) and McGill University,
in Montreal. After a couple of years
as an industrial engineer in the
Canadian pulp and paper industry, |
trained as a health economist in the
US I joined McGill and the Douglas

Professor Juan Manuel Cabasés
Public University of Navarra, Pamplona, Navarra, Spain,
visitor at PSSRU 2007-08

| have also been President of the
Spanish Health Economic
Association, President of the
Spanish Society of Public Health
and Health Care Management
(SESPAS), member of the Board of
the European Public Health
Association (EUPHA) (1998-2006).
Currently,| am also Vice-president
of the Psicost Association (mental
health economics), member of the
International Health Economics
Association, and of the EuroQol

group.

| was interested in coming to the
UK and linking with PSSRU at Kent
and LSE in order to further develop
my current work on mental health
economics on the areas of outcome
measurement, costing
schizophrenia and cost -
effectiveness of prevention and
promotion, as a member of the
PSICOST Association, an active
organisation in the MHEEN and
other related projects.

Professor Eric Latimer
McGill University, Canada, visitor at PSSRU 2007-08

Institute in 1996. My work since
then, in collaboration with
Canadian and US colleagues, has
concerned in particular assertive
community treatment and
supported employment, two
evidence-based practices for
people with severe mental illness.
More recently | have also been
looking at patterns of use of
antipsychotics in Québec.

There is a growing emphasis in
North America on promoting
involvement of health researchers
with clinicians and decision-makers,
and | have invested considerable
time in supporting the introduction
of assertive community treatment,
especially,and more recently

During my stay in PSSRU at
Canterbury and LSE, | have been
working on my current research on
mental health economics, outcome
measurement (EQ-5D modelling),
regional differences in health
valuation, and had the opportunity
to learn and comment on PSSRU
research on quality and outcome
measurement of social services,and
contact several colleagues in both
branches of PSSRU.

| have presented two seminars at
LSE:“Regional Health Care
Financing in Spain”(Cafiada Blanch
Seminars) and “Building an
inconsistency-free health EQ-5D
index. Application to regional
health status differences between
schizophrenic patients using
Bayesian techniques/ that gave
place to alive debates.

This has been a fruitful personal
and professional experience and |
hope to strengthen the links
between PSSRU and Public
University of Navarra in Pamplona,
Spain.

supported employment, in the
province of Québec. My central
goal has been to improve the
effectiveness of services to adults
with severe mental illness, within
limited budgets.

| have been aware of the work of
the PSSRU and the CEMH since the
mid-90s and have had intermittent
contacts especially with Jeni
Beecham and Martin Knapp. | have
long wanted to get to know them
and their colleagues here better
and also to learn more about the
UK mental health system. | have
been impressed with the quantity
and quality of work that are carried
out here. My family and | have also
felt warmly received in UK society,
much more so than the Brits’
reputation for aloofness led us to
expect!
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Family structure has changed dramatically over past decade finds new

research

View press release on the LSE Press and Information Office website at
http://www.lse.ac.uk/collections/pressAndinformationOffice/newsAndEvents/archives/200
7/FocusonFamilies.htm#generated-subheading1.

Denying work to autistic people is expensive

The (undiscounted) lifetime cost to society of someone with autism could be as high as £4.7
million per person, according to a study today which calls for more job opportunities for
those with the condition.The report, Economic Consequences of Autism in the UK, was led
by Professor Martin Knapp, of the London School of Economics, who said:‘Lost productivity
for people with autism and their families costs the UK economy almost £10 billion.

Most employers fail to tackle stress at early stage...

Article refers to a 2006 study by the London School of Economics which claimed a £750
course of cognitive behavioural therapy was both cheaper and more effective than drug-
based solutions.

The economics behind the new deal for carers
Julien Forder speaks to Mark Ivory on the economics of providing more support to long-
term carers

Do the sums

The BBC's month-long series, Care in the UK, reflects concerns about the rationing of care
for older people and people with disabilities. It is timely — the corporation will ask listeners
for their views and forward them to the government's consultation on the future of social
care. A central part of the BBC's activities is built around the ‘care calculator’ Developed with
the London School of Economics, the care calculator is an online tool that enables people to
find out what care is available in England and how much they will have to pay for it.

Institutional care for disabled people in EU not satisfactory

Institutional care for disabled people in the European Union (EU) continues to fall short of
acceptable standards in many cases, a report released Tuesday by the European
Commission says. The European Commission financed a study on the development of
community-based services for people with disabilities. The study was carried out by the
University of Kent and the London School of Economics.

Dementia timebomb 'will hit 1.2m'

Forecasts by Prof Martin Knapp, from the London School of Economics, predict that the
number with dementia living in care homes will rise by 88 per cent by 2031, when close to
400,000 would be living in long-stay institutions.

England payment support schemes overstretched

A comprehensive analysis of direct payment support services in the UK has unearthed
waiting lists for users in England, low take-up and a lack of funding for ongoing support.
Though based on figures for 2004-5, the report by the Personal Social Services Research
Unit (PSSRU) at the London School of Economics provides one of the most detailed pictures
to date of the challenges facing direct payment support schemes, most of which are under
contract from councils.

For further press releases and updated information visit PSSRU Press Releases.

Daily Telegraph,
20 November 2007

Personnel Today
4 December 2007

Community Care,
6 December 2007

Society Guardian,
16 January 2008

Xinhua, China
29 January 2008

Daily Telegraph
24 March 2008

Community Care
9 April 2008
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Mental Health Economics
European Network, Phase Il
Symposium

13 December 2007, Brussels
This symposium, sponsored by the
European Commission, Directorate
General for Health and Consumer
Protection, presented findings and
analysis from Phase Il of the Mental
Health Economics European
Network.

Speakers at the seminar included
members from the Network on
their current research findings as
well as a discussion on the future
directions of mental health policy
in Europe.

Presentations from the event can
be downloaded from the PSSRU
website at http://www.Ise.ac.uk/
collections/PSSRU/researchAndProj
ects/mheen.htm, and included the
following:

Martin Knapp, Welcome,
Introduction and Finances (PDF),
Mental Health Economics European
Network Il Symposium, Brussels, 13
December 2007.

David McDaid, Making the Case
for Investment in Mental Health
Promotion and Mental Disorder
Prevention Activities in Europe (PDF),
Mental Health Economics European
Network Il Symposium, Brussels, 13
December 2007.

Helena Medeiros, Challenges and
Opportunities in Shifting Care from
Hospital to the Community in Europe
(PDF), Mental Health Economics
European Network Il Symposium,
Brussels, 13 December 2007.

Reinhold Kilian, Structural
Socioeconomic Characteristics and
Employment of People with Severe
Mental lllness (PDF), Mental Health
Economics European Network I
Symposium, Brussels, 13 December
2007.

Sonia Johnson, European Service
Mapping Schedule (PDF), Mental
Health Economics European
Network Il Symposium, Brussels, 13
December 2007.

Judit Simon, Mental Health and
Social Care Services in Hungary
(PDF), Mental Health Economics
European Network Il Symposium,
Brussels, 13 December 2007

A report following the symposium
will be available shortly. Further
details can be found on the MHEEN
website http://www.mheen.org.

Adult Social Care Researcher's
Day

A one-day event on research
methods in social care took place in
November 2007 in London.The
focus was on accessible methods
that can inform policy and practice
discussion and development.
Speakers at the event were drawn
from the DH-supported social care
units, and included the following
presentations from the LSE branch:

Martin Knapp, Economic
evaluation: on the cheap?

Adelina Comas-Herrera,
Projecting future service use and
expenditure: a case study from
dementia care

Presentations from the event can
be requested from pssru@Ise.ac.uk.

Caring Choices Roadshow
Julien Forder took part in a panel
discussion during the final Caring
Choices Roadshow event at the
King's Fund on 14 November 2007.
The panel debated questions
relating to the Green Paper on
social care, supporting carers
providing unpaid care and social
care policy reforms.

Julien also presented at the
International Foundation for

Intelligent Living Conference on 21
February Can we afford to care?.
The Conference brought together
academics, providers and other
interested speakers to debate the
costs of care.

Julien also presented at a one-day
event organised by CareandHealth
on The Green Paper on the Future
of Adult Social Care on 30 April
2008. For further information see
http://event.concepglobal.com/pro
file/web/index.cfm?PKweblD=0x54
926fb0&varPage=home.

Deinstitutionalisation and
Community Living:
Comparative Perspectives and
International Implications

This conference took place in
Prague in November 2007 to
present findings from the DECLOC
project (see Research Findings
section).

Professor Martin Knapp gave a
presentation at the event on the
cost and outcome analyses which
formed part of the project.The
presentation reviewed the
economic evidence on balance of
care, particularly focusing on those
incentives or forces which
encourage a change away from
heavy reliance on institutions, as
well as those that slow down that
process.

David McDaid also presented at
the conference on the implications
for deinstitutionalisation and
community living of the findings
from the Mental Health Economics
European Network. His
presentation briefly described and
highlighted some findings and then
reflected on one key area of work:
the role that economic incentives
play in influencing the balance
between institutional and
community based living across
Europe.David also co-organised a
parallel workshop at the conference
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on policy and funding issues.

Further information and
presentations from the conference
can be found at
http://www.kent.ac.uk/tizard/resear
ch/eu_decl_conference/index.html.

David McDaid also presented at
the European Meeting on Health
and Health Systems Impact
Assessment (HIA/HSIA) under
Portuguese Presidency, Lisbon in
November 2007 on whether mental
health impact in all policies should
be important; as well as the German
Association of Social Psychiatry
meeting in Munich in November
2007 on funding for mental health.

M New issue of the PSSRU
Bulletin

A new (December 2007) issue of
the PSSRU Bulletin is now
available to download at

http://www.pssru.ac.uk/b/bulletin.

htm.

The Bulletin records recent
developments in the Unit, across
all three branches, presents recent
findings from each of our main
programmes of work, and gives a
concise overview of research
projects and recent publications
with contact information.

Il Martin Knapp receives
NIHR senior investigator
award

Professor Martin Knapp was
recently awarded one of the first
100 Senior Investigator Awards
from the National Institute for
Health Research (NIHR).

The Award is given to support and
incentivise individuals who are
making an outstanding
contribution to research essential

CCNUK Annual Conference

Dr Jennifer Beecham recently
presented a workshop at the Care
Co-ordination Network UK 2007
annual conference on 13 November
2007 in Manchester, on the cost-
effectiveness of key working.
Further details are available at
http://www.ccnuk.org.uk/metadot/i
ndex.pl?iid=3036

The Early Phase of Psychosis
Conference

Martin Knapp presented some
ongoing research at the conference
organised by the Institute of
Psychiatry, King’s College London
on 29th & 30th November 2007.The
conference provided a
comprehensive overview of the

for decision-making in health and
social care.

Professor Knapp, alongside other
recipients, was selected through
open competition by an
international panel of judges,
based on the quality and volume
of internationally-excellent
research; the relevance of the
research portfolio to the health of
patients and the public; the
impact of the research on
improvements in healthcare and
public health; and the impact of
the leadership of the individual on
patient and public research. Senior
Investigators will be members of
the NIHR College and will receive
an award of £15,000 ayearas a
personal discretionary fund.

M Appointments:

Martin Knapp

Professor Martin Knapp has
recently been appointed to a
visiting professorship in the
Department of Pharmacology,
Faculty of Medicine of Masaryk
University in Brno, Czech Republic.

latest developments in research on
the early phase of psychotic
disorders and its clinical
management. Professor Knapp
presented on the economic
impacts of early intervention.
Further details can be found at
http://www.northern
networking.co.uk/downloads.htm.

Martin Knapp also presented at the
Independent Living Association
2007 Conference - Individual
Budgets and Beyond - in Haywards
Heath.He presented on choice and
control and the challenges of a
choice-based care system; a
summary of which featured in the
ILA's Winter 2007/08 newsletter (see
http://www.ilawestsussex.org/docs/
i10712w.pdf).

Professor Knapp has also just been
appointed as the Chair of the
Hearsay Charitable Trust. The
HearSay Charitable Trust aims to
provide counselling, training,
education and research for and
with people with impaired
hearing, disabilities generally and
their families and for professionals
who seek to help them.

Il Appointments:

David McDaid

David McDaid, research fellow
within PSSRU, was recently
appointed to the NICE Public
Health Interventions Advisory
Committee.

The independent Public Health
Advisory Committee (PHIAC)
considers and interprets evidence
on the effectiveness and the cost
effectiveness of public health
interventions. It produces
recommendations on the use of
public health interventions in
England in the NHS, local
government and in the broader
public health arena.
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National Institute for Health
Research Programme Grants

for Applied Research

PSSRU at LSE has recently been
successful — in partnership with
other universities and groups —in
the first round of the National
Institute for Health Research
Programme Grants for Applied
Research.Programme Grants are
prestigious awards of up to £2m
over a period of three to five years,
directed towards leading
researchers who can demonstrate
an impressive track-record of
achievement in applied health
research. Each programme
comprises a series of related
projects which form a coherent
theme in an area of priority or need
for the NHS.

PSSRU researchers at LSE will be
contributing to the economic
components of five programmes.
Two focus on dementia (dementia
services in the community; and
support at home and interventions

Acknowledgements

to enhance life in dementia),
another looks at supports and
treatment for people with anorexia
nervosa, while the fourth is on
effective treatments for people
with neurodevelopmental
disorders.The fifth project is being
led by the Manchester branch of
PSSRU, and is focusing on old age
mental health services.

Services Inequalities in
England

This project, funded by Age
Concern, aims to look at inequities
in service use by older people.The
study will provide an overview of
the available quantitative and
qualitative evidence on inequalities
in service use among older people
and identify gaps in current
knowledge. It will also identify
potential untapped sources of
evidence for filling these gaps, and
methods for carrying out further
analyses in a subsequent phase of
the work. Dr Jose-Luis Fernandez is
leading this work with assistance
from a number of researchers.

This issue of Research Bites has been
edited by PSSRU LSE Dissemination
Group (Tihana Matosevic, Martin Knapp,
David McDaid, Juliette Malley, Svetlana
Ancker and Anji Mehta).

The editors acknowledge

Dr Jose-Luis Fernandez, and all members
of PSSRU LSE who have contributed to
this issue.

Designed and produced by
Sarah Moncrieff, Westminster European
westminster.european@btinternet.com

The Impact of Age
Discrimination on Social Care
and Mental Health Services
Members of PSSRU LSE, working
alongside researchers at the
Universities of Swansea and the
Kent, have provided some
preliminary analysis in relation to
equality in service use.The work
involves analysis of patterns of
service use and costs to see
whether there is any evidence of an
explained age difference.

eDESDE

The Electronic standard coding and
mapping of services for long-term
care project, led by PSICOST (Spain)
aims at developing an operational
system for coding, mapping and
comparing services for Long-Term
Care (LTC) across EU.The project is
funded by the European
Commission for three years.The
PSSRU will be managing
dissemination for this project.
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