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About PSSRU

The Personal Social Services Research Unit was established
in 1974 at the University of Kent. The LSE branch of PSSRU
was opened in 1996.

PSSRU at LSE is part of LSE Health and Social Care, located
within the Department of Social Policy. The PSSRU receives
funding from a number of organisations, in particular,
continuing support and funding from the Department of
Health for core research and related activities. 

Our research

The PSSRU carries out policy analysis, research and
consultancy in the UK and abroad. The Unit’s current
research programmes focus on needs, resources and
outcomes in social and health care, with particular
emphasis on economic aspects of community care,
residential and nursing home provision, social care
markets and commissioning, long-term care finance, and
mental health policy.

The PSSRU has long had close and productive links with
policy makers in the UK and elsewhere. 
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Our mission

PSSRU’s mission is to conduct high quality research
on social and health care to inform and influence
policy, practice and theory. 

Our aims

To conduct long-term research to help shape the
developments of social and health care systems,
in the UK and internationally, while also
responding to more immediate research needs.

To develop and employ rigorous research
methods from a multidisciplinary base.

To examine the performance and functioning of
social and health care finance, organisation and
delivery, with a particular emphasis on
promoting efficiency and equity.

To conduct research that meets the best
standards of research governance.

To work towards greater user and carer
involvement in all stages of research.

To communicate research findings to a variety of
audiences through a variety of media.

To train people in social care research methods
and related skills. 

Research focus

Research at PSSRU's LSE branch is focused around
ten research areas, within three core research
programmes: 

The Commissioning and Performance
programme 
aims to describe and evaluate the mixed economy
of social and health care in England, looking at:

• Prevention and partnership

• Care service evaluations

• Consumer-directed care

• European social care

• Local variations 

The Long-Term Care Finance programme 
works to make projections of likely demand for
long-term care for older people and associated
expenditure to 2041 under different scenarios,
looking  particularly at:

• Long-term care finance and workforce

• Informal care

The Mental Health Economics and Policy
programme
focuses on mental health policy and practice,
looking at:  

• International mental health

• UK mental health policy and practice

• Children and young people’s services
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The PSSRU conducts research and analysis on equity and efficiency in health and social care
across three branches (LSE,Universities of Kent and Manchester). PSSRU’s mission is to conduct
high quality research on social and health care to inform and influence policy, practice and
theory.

Welcome to the first issue of 2008.As
we move forward with PSSRU’s
programme of research in 2008, there
have been a number of developments
in social care to which our research is or
will be contributing.

Developments in social care
‘Personalisation’ is one of the buzz
words of government social care policy,
and the commissioning models that
give service users greater choice and
control over the services they get and
who delivers them are central to this
aspiration.Current government policy
has been geared towards providing
service users with greater choice, as
evidenced with the 2007 Green Paper
on Social Care and the“Putting People
First”Concordat for Adult Social Care
(introducing personal care budgets,
among other things).

Research activities
PSSRU staff are actively contributing to
the policy debate around adult social
care.We have just completed our
evaluation on the Individual Budgets
Pilot Schemes (jointly with the
Universities of Kent,Manchester,York
and King’s College London), although
the findings will not be available until
they have been peer-reviewed and
discussed with government ministers.
Findings from our work thus far on the
National Evaluation of the Partnership
for Older People Projects (POPP) were
released towards the end of 2007,with
the evaluation due for completion
towards the end of this year.

The work from our recent evaluation of
the Direct Payments Development
Fund, including surveys of both local
authorities and support organisations,
has also now been summarised in two
reports (a summary of one follows in
the Research Reports section).

Another important theme in some of
our newer projects is prevention.The
POPP evaluation is obviously in this
area, as is our evaluation of the Brighter
Future’s initiative in Kent. PSSRU LSE
staff are also members of the Health
England subgroup on social care
prevention and the social care and
health interface.

Following publication of theWanless
Social Care Review report,which was
written by PSSRU staff, Julien Forder
and Jose-Luis Fernandez have worked
with HMTreasury and the Department
of Health in a major review of social
care funding for older people.This
analysis helped to underpin the
Government’s announcement in the
2007 CSR of a Green Paper on social
care funding, and the launch of a
national consultation.Current work is
exploring a range of funding options
and their long-term implications, led by
Jose-Luis Fernandez and Raphael
Wittenberg.

Professor Martin Knapp,
Director, PSSRU@ LSE

Dr Jose-Luis Fernandez
Deputy Director, PSSRU@ LSE
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TRANSITION – SERVICE

NEEDS AND COSTS

The Neurological Alliance (2003) has
estimated that 10 million people in the
UK are living with a neurological condi-
tion, 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 neurologi-
cal conditions who are facing the transi-
tion from child to adult services often
encounter particular challenges. Access-
ing the right support is key to achieving
independence and maximising opportu-
nities to contribute to society, and is an
important policy concern.

There has been little work on the use or
costs of health and social care services
required to enable young adults with
these conditions to live independently.
PSSRU was asked by the Department
of Health to look at young adults aged
18–25 years with neurological condi-
tions who have started to be supported
by adult services. Links were made with
the Department’s Long-term Neurologi-

cal Conditions Research Initiative which
commenced in 2007 (www.ltnc.org.uk/
research.htm).

From the large number of neurological
conditions relevant to this study, three
were selected. Each belonged to a dif-
ferent category identified in the
National Service Framework for
Long-Term Conditions: epilepsy is an
example of an intermittent condition;
cerebral palsy is an early onset condi-
tion; and acquired brain injury is a sud-

den onset disorder (DH, 2005).

For each condition we addressed the
same questions:
� What health and social care services

are currently used by young adults?
� What are the costs of their health and

social care support?
� What are the wider impacts and unmet

needs for health and social care services?

We used three approaches to identify
information. We searched relevant pol-
icy and research literature for informa-
tion on prevalence, use of health and
social care services and other supports,
and costs. Second, we searched
through relevant datasets and their
accompanying reports for similar data,
and carried out some new analysis.
Third, we consulted with experts in
academia, specialist neurosurgical cen-
tres and rehabilitation units, profes-
sional associations, and in
condition-specific organisations in the
voluntary sector. The lack of directly
relevant information meant that we
have built up the best picture possible
from a patchwork of sources. New pri-
mary data collection was not possible
as the research described here was
carried out over just a few months.

EPILEPSY

Epilepsy is an intermittent condition,
characterised by unprovoked seizures.
It is often stabilised with medication
but specialist services are needed dur-
ing 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 between 18 and 25 years in the
UK at any one time. Over 60% of this
group will be seizure-free through the
use of anti-epileptic medication.
Between a fifth and a quarter will have
intellectual disabilities (ID) alongside
their epilepsy and this group are more
likely to have continuing seizures than
those without ID. About a third will
have co-existing mental health prob-
lems, commonly depression, panic
disorder, or anxiety.

Most young adults with epilepsy live
independently or with their parents.
Those who are seizure-free and who
have no additional health problems
have low health and social care needs.
Just over half of those aged between 18
and 25 years are employed. In contrast,
11,500 young adults with epilepsy in

the UK live in staffed accommodation.
One in four of these people live in
wards, hostels or group homes run by
the NHS; the others generally live in
local authority or independent sector
residential homes. Most have addi-
tional intellectual disabilities. The total
cost of this specialised accommodation
is £715.3 million, 40% of which is
borne by the NHS (2005 prices).

Other services which provide impor-
tant support for people with epilepsy
are in- and out-patient hospital ser-
vices, and services from mental health
professionals, GPs, nurses, respite care
facilities, social workers, and care assis-
tants. The total cost of these commu-
nity-based services is £8.9million, of
which hospital services account for
62% and social care services a further
28%. However, as most studies and
routine data collections report only
health care utilisation, the costs associ-
ated with social care services may well be
an under-estimate.

Our estimate of the average cost of
health and social care support is
£17,200 per young adult per year
(2005 prices).

CEREBRAL PALSY

Cerebral palsy (CP) is an early onset

condition that can have serious conse-
quences for children that continue into
adulthood. CP covers a group of disor-
ders 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. Around half of this group will
have a moderate to severe ambulatory
disability and a similar proportion will
have a moderate to severe manual dis-
ability. At least one in ten young adults
with CP will have epilepsy, and about
half will have moderate to severe
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Key points from the study

This summary focuses on adults in Great Britain aged 19 and over
providing ‘heavy duty’unpaid care for 20 or more hours a week:

� Approximately 4% of the adult population provide ‘heavy duty’ care.

� Most care is family care.Over 90% of care for 20 or more hours a week
is provided to close relatives, particularly partners and parents.

� Women form the majority of adults providing ‘heavy duty’ care.

� The majority of adults providing care for 20 or more hours a week are
under state pension age.

� Among people aged 65 and over, 90% of care is provided by a spouse.

� Provision of care by adults in cohabiting couples is lower (3%) than in
married couples (6%) (see figure below).This may be because
‘cohabitation’ covers a range of types of relationship – some are a
precursor or substitute for marriage while others are more transitory.

� The impact of cohabitation on the number of people providing care is
relatively small at present as it is concentrated in the younger age
groups,where care provision is at its lowest.However, the impact of
cohabitation may be greater in the future.

Unpaid family care has been
given a great deal of emphasis in
social care policy in the UK in the
last two decades, partly due to
the growing numbers of older
people

Unpaid family care is defined as
looking after family, friends or
neighbours,who are in need of
help because of illness, disability
or old age.

The PSSRU receives core funding
from the Department of Health.
It conducts high quality research
on social and health care to
inform and influence policy,
practice and theory.

The study analyses provision of
unpaid care by adults living in
private households, using data
from the 2001 Census and the
2000/01 General Household
Survey.

1.8 million adults aged 19 and over in Great Britain provide
unpaid care for 20 or more hours a week.

People in cohabiting couples are less likely to provide unpaid
care than those inmarried couples and,with rising cohabitation
rates, this may affect provision of unpaid care in the future.
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