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PREFACE

THE RESEARCH AND DEVELOPMENT STRATEGY OF THE
DEPARTMENT OF HEALTH

The national R&D strategy of the Department of Health includes:

NHS research and development;

R&D relevant to health and social services policy;

R&D alliances.

A broad overview of the strategy was given in Research for Health in 1993. The purpose of this
publication 1s to report recent work commissioned through the Department’s central research

programme to support the formation of policy. Work funded between April 1991 and March 1994
is summarized and the future direction of the programme discussed.






OVERVIEW AND FUTURE DIRECTION

The purpose of the Department’s centrally commissioned research programme is to provide,
through high quality research, a knowledge base for health services policy, social services policy,
and central policies directed at the health of the population as a whole.

Ensuring Priority Relevance

To ensure policy relevance the centrally commissioned research programme is prioritized,
commissioned and managed as a collaboration between Research and Development Division and
Departmental staff with policy responsibilities. Oversight of the programme, strategic direction and
priority-setting tasks are the responsibility of the Departmental Research Committee chaired by the
Director of Research and Development with a membership drawn from senior professional and
policy colleagues responsible for the Department’s main areas of activity. The following criteria
determine priorities for the programme:

* ministerial priority and relevance to the goals, aims and objectives of the Department
of Health;

= size and importance of the problem to be addressed in terms of actual or potential burden
of disease or social condition;

* well-defined plans for introducing research results into current policy activity or the
formulation of future policy;

* timeliness;
= feasibility of research;
* likely return on the investment in research;

« appropriateness and availability of other research budgets, for example, those of
non-departmental public bodies such as the Public Health Laboratory Service.

Implicit in these criteria is an awareness of the potential for wealth creation as well as improved
quality of life, placing the programme in the overall framework of government R&D.

scope of the Research Programme

The remit of the programme extends across the range of responsibilities of the Secretary of State
for Health. This is reflected in the scope of the research portfolio developed in relation to the eight
themes. These encompass population studies of health and social well-being, lifestyle issues,
prevention of illness, environmental factors, social care for adults and for children, health service
organization, and the effectiveness of interventions. The characteristics of the themes are described
in Annex A. Titles of projects funded between April 1991 and March 1994 are given in Annex B,
and a fuller description of work funded within research units in Annex C. At any time, there are
approximately 250 research contracts placed with university research groups.



Strategic Initiatives
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Since 1993 emphasis has been placed oma more linifed range of strategic objectives to enhance
the impact of centrally commissioned research. In operational terms this strategic approach
consists of:

» the identification of major issues of strategic importance to the Department of Health's
policy goals;

= R

» the examination of these issues by Departmental staff with responsibilities for R&D and
policy in conjunction with service and academic advisers, to determine the potential
contribution, priority and feasibility of research;

» preparing research briefs relevant to agreed prmnm:s and commissioning projects through
competitive tendering and-peer review.
It is anticipated thnt in future more than half the budget will be allocated in this way replacing the
previous practice of supporting a wide range of single projects. Each strategic initiative will
support a number of projects with a total spend in the order of £2.5m over five years. This 15 an

_indicative figure, and actual spend will depend on factors such as the needs of the area and the

- Yuality of proposals. i

— — - —-—-_______-_._ -

I implementing this new strategic approach, the remit of the centrally commissioned research
programme will continue to encompass the three cenlral responsibilities of Department of

Health Ministers: -
« strategic health service functions;
e public and environmental health;
« personal social services policy.
Strategic initiatives to be worked-up over the next two years or so are laid out below. The

initiatives are at an early stage of planning, the topic areas may change, and details will be
developed further.

Research on Sirategic Health Service Functions

-

—

Centrally commissioned W?ﬂﬁwmgmmmu focusing on the
development and evalua EEWBPEIHHWF.I activity el
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|- Prima_r'y Health Care Services in London

The Tomlinson Rv:p-oﬂ on London’s Health Service identified a need to rai
primary care services. In its response (Making London Bt,tlerj,

commitment to develop higher quality and more accessible prmgin Cre .f.ewm i ,ﬂgﬁﬂ# ———
= — = ;’
In cnlhuhnmtmn with lhe Lundun Implen Group, n R&D i rmuame has been launched to



:ﬂ—mmﬂmm for R&D were identified by an-expert advisory group following exiensive
" consultation with academies and service managers. From a large number of outline proposals,
16 detailed submissions were invited for peer review and consideration by the Selection
Committee: these include an evaluation of specialist outreach clinies; an evaluation of an
innovative scheme to improve provision of NHS dental health services; an investigation of
pathways into treatment for the adult mentally ill in different ethnic groups: assessment of ethnic
minority communities knowledge of and need for health advocaey services; an evaluation of a
=——————nursing-led intermediate-care unit; and an evaluation of hospital-at-home schemes. It is expected
that commissioned studies will be underway at the begining of 1995,

2. Skill-Mix

Skill-mix has been identified as a major aspect of human resource management and a central issue
affecting both the delivery and costs of patient care. A variety of schemes for skill substitution
have emerged in the Health Service, some of which are more susceptible to generalized application

P T e
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The aim of skill-mix research is to provide an information base for workforce planning; to generate
information on the most cost-effective skill-mix for major aspects of health care delivery; to
provide research-based information on effective ways of introducing change; and to identify

E’m‘é;m osiuissments,

- —The-pmgg_hﬁ'wﬂrmw ufﬂncmﬂnummpnmm and uacnndary care settings,
E‘-‘Eﬂfm__ aff such as the therapy professions are iahéi'j.r"fh"b‘é*ilmluded. it is :.ntended that

- “commissioning of research will take place in early 1995, =
-h_______-_-_-- s

3. Policy on Mental Health Services
Current research to support mental health policy includes primary and secondary care, social
services and the penal system. Policy directed at the development of community services and
© " interagency collaboration further broadens the range of relevant research. Planning for this
initiative began inspring. 1994 with a-joint-meeting between the adult mental illness policy
division, academic advisers and R&D staff, to consider research priorities. Submissions outlining
a ssible research :-.lrntcgms in the broad areas ideiitified were then invited from researchers.

e ‘exercise is-iniended for child and adolescent services.

On the basis of defined research questions, a call for outline proposals will be advertised in the
medical and scientific press. An expert advisory group drawn from the scientific community, RDD
and representatives of policy division, will select promising outlines and invite detailed protocols.
It is envisaged that this group will work throughout the life of the initiative, (0 coordinate the
development of the research programme and ensure that strategies are in place for disseminating
and using research results.

_-T_h'___‘—'—-....____
"~ 4. Community Health Services, and the Impact of Changes in the Health Sector on
_Collaborative Provision of Community Care
Research will be directed at an understanding of the new pattern of community health services,
their developing role, and the contribution they can make to the delivery of community care
objectives. At the same time there are a number of relevant changes in the health sector, including
the changing role of the primary care sector and the increased speed of throughput in the acute
sector, which have significance for community health services and social care. Mapping and review
exercises are in progress in order to formulate the content of this initiative more precisely.



5. Information Technology

The purpose of the NHS information management and technology strategy is to support better
communication through implementation of I'T within the NHS. A number of projects aim to help
health care professionals, particularly doctors and nurses, including the integrated clinical
workstation and the electronic patient-record project.

The aim of the research initiative is to contribute to the scientific basis for focusing IT
implementation to achieve maximum benefit.

6. Effectiveness of Purchasing Models

A number of different approaches to the purchasing of health care in the NHS are emerging, and
innovative approaches are being encouraged. Purchasing consortia and the extended role of GP
fundholders as purchasers are current issues where R&D should usefully contribute. Attention is
now focused on how research could underpin new developments and provide an improved basis for
assessing the effectiveness and costs of different approaches to purchasing, as well as documenting
barriers to maximizing efficiency benefits and service improvements.

7. Prescribing

The NHS drugs bill is presently £3,000 million per year and it is predicted that this will continue to
grow. The purpose of this initiative is to orientate research towards the best use of medicines.
Commissioned work will be directed towards a better understanding of the factors that contribute
to the prescription of drugs and the identification of inappropriate practice. Six priority areas have
been identified for research. These have been derived from a consensus of the priority needs of
policy and areas assigned particular importance by a group of external experts. The priority areas
will be advertised shortly, inviting bids for funds.

Public and Environmental Health

Much of the Department’s research in these areas is carried out by bodies such as the Public Health
Laboratory Service, the National Biological Standards Board and the National Radiological
Protection Board, predominantly in support of their own functions.

The centrally commissioned programme supports research in areas not funded by these bodies —
epidemiological work, for example. Current projects will be augmented in future with strategic
initiatives on:

8. Variations in Health

The Health of the Nation identified, in each of the key areas for action, variations in health status
between different sub-groups of the population, and examined some of the sources of variation —
age, gender, ethnicity, geographical region, and socio-economic status. The aim of research under
this initiative is to inform policy about interventions which might be promoted through the NHS to
reduce variations in health. This includes specific studies designed to test the effectiveness of
existing interventions to reduce variations; studies of social, cultural and behavioural aetiology of
particular diseases in high risk groups; and longer-term research into broader factors underlying
variations in health in the population as a whole. The MRC, ESRC and other funders are involved
in planning the DH initiative, which will dovetail with their own work in this area.

Preparatory work is being taken forward by the Variations Sub-Group of the CMO's Health of the

Nation Working Group. Recommendations on the content and scope of the initiative will be put to
the DH Director of Research and Development in early 1995.
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9. Nutrition

The Health of the Mation White Paper contained targets for reductions in the population's
consumption of saturated fauty acids and of total fat, and in levels of obesity, as part of the strategy
to reduce rates of coronary heart disease and stroke. The White Paper identified the need to
‘continue and enhance research’ in this area.

A Nutrition Programme Committee set up by DH and the MRC called for proposals for research
into priorities directly relevant to DH policies on public health. Priorities cover the relationship of
nutritional factors to clinical outcome; the role of diet and nutrition in the prevention or
development of cancer or cardiovascular disease; nutrition in vulnerable groups (in particular,
elderly people, children, people from lower socio-economic groups); quantitative information on
the relationships between nutritional factors and outcomes; and practical and effective nutritional
interventions. Eight proposals have been funded in these areas. A subsequent workshop has been
held to identify the direction of future funding.

10. Environmental Health

The relevant government advisory bodies have prioritized research requirements in relation to the
health effects of air pollution. Building on these, the Institute for Environmental Health has
published a report describing areas of research that now need to be taken forward. DH is working
in collaboration with the DoE and the MRC to support a coherent programme of research designed
to make a significant contribution to knowledge in this field. Calls for research outlines have gone
out and commissioning is expected to start in early 1995. Areas of priority interest to DH include
the relative impact on cardiorespiratory health of indoor and outdoor pollution; the effect of poor
air quality on at-risk groups such as the elderly and those with asthma; and the role of both long-
and short-term exposure in chronic and acute health outcomes.

The second aspect of the environmental health initiative concerns skin cancer and ultraviolet
radiation. In 1992 there were 1,628 skin cancer deaths in England, 70% of which were due to
malignant melanoma. Although it is well known that UV exposure is implicated in the
development of skin cancer, most of our knowledge is derived from the study of the cumulative
effects of UVB on the development of non-melanoma skin cancer. The relationship between UV
exposure and malignant melanoma needs further clarification. A draft research strategy has been
prepared by the Department with input from COMARE and other advisers. The main research
questions have been identified under four broad headings: risk factors, including assessment of
health risks; identification of at-risk groups; effectiveness of current interventions; and
measurement of progress towards the Health of the Nation target. RDD is consulting with external
experts and the MRC on the draft strategy and on the relative priorities for the research topics.
Once agreed, this will form the basis of a call for outline proposals.

11. Individual Health Behaviour

Health of the Nation identified behavioural risk factors for coronary heart disease and stroke,
cancers, HIV/AIDS and sexual health — smoking, consumption of alcohol over reasonable limits,
diet, physical activity, unsafe sex, and unsafe injecting of drugs. Targets were set for reduction of
these high-risk behaviours. The study of health-related behaviour and how it might be changed —
for instance by health promotion and other preventive interventions — has been agreed as a priority
for the centrally commissioned research programme.

It is proposed that a steering group, comprised of Departmental policy-makers, external research
experts and representatives of interested organizations, should be established, to plan and oversee
the development of this initiative. Preliminary work will include epidemiological overviews of
health risk behaviour in the five key areas and a review of theoretical models of health-related
behaviour change.



12. Vaccine Development

Immunization represents one of the most cost-effective forms of disease prevention available. The
continued success of the UK immunization programme depends on maintaining the science base
for vaccine research and development and on the supply of high quality vaccines. The former is
assuming particular importance as advances i molecular biology and immunology are increasing
the range of immunization products available for potential future use. A national strategy for
vaccine research and development which ranges from molecular studies to patient delivery is to be
developed by the DH and the relevant Research Councils. The Department of Health, the Office of
Science and Technology (through MRC and BBSRC) and Glaxo have formed a collaborative
partnership to establish a UK vaccine research institute as part of this strategy. The Edward Jenner
Institute for Vaccine RﬂMlaunchndm 5 December 1994, will work on fundamental
and applied aspects of vaccine research and development. Particular emphasis will be placed on
investigations into mechanisms for inducing immunological | iated with
formulation science, and on the development of novel systems for efficacy studies. The-

the research will extend beyond vaccines to prevent or treat infectious diseases and will include
studies of novel vaccines for cancer and auto-immune diseases.

Personal Social Services

The DH centrally commissioned programme is the major funder in the field of personal social
services research. A significant contribution to shaping the future structure for research in this
field was made by the publication of a report by an independent Review Group entitled A Wider
Straregy for Research and Development Relating to Personal Social Services (HMSO 1994).
The Review Group conducted extensive consultation and produced a comprehensive set of
recommendations intended to:

e i e —

e improve access 1o the results of research;

o ensure that service development, education and training are founded on the results
of research;

s 1improve the ways that topics for research are identified and the research managed; and
o improve the organization of R&D across personal social services.

DH 15 working with Local Authority Associations and other organizations which have a role to
play in taking the recommendations forward.

In future, research in this area is likely to build on the work reported later in this publication and
continue with strategic imtiatives on:

13. Costs, Service Levels, Quality and Qutcomes of Social Services for Adults

The search for effective and cost-effective interventions is as important in the field of social
services as 1t 1s in health services, but determining cost-effectiveness is probably even more
complex. This initiative will build on recent and current work and it is recognized that considerable
conceptual and review work will be needed to determine the scope of this programme. It will be
taken forward in close consultation with DH policy administrators, professional and service
advisers and members of the academic research community.



14. Child Care —— e —

The detailed aims and scope of this initiative have yel to be determined but some initial planning
has already taken place. The broad aim will be to look at ways of supporting families, using the
working title ‘Parenting: dimensions, supports and outcomes’. It is likely to include studies directly

—mmmzmmwﬁlm Iv will also involve integrated

—studies ﬂﬂlﬂg issues of service effectiveness, costs, and the legal, management and social work
practice issues involved in working with families in need. Outcome measurement will be a central
eomponent of the research, and the child assessment records developed in previous work will be
valuable. Preliminary discussions and early-papers will-be developed further to provide a base for a
seminar which will bring policy colleagues, professional social work advisers and members of the
research community together, to establish the scope and aims of the initiative and identify priorities
for research building on existing work.

Long-Term Funding

1. Research Units
Since the 1970s the Department of Health has sought the research expertise necessary (o address-

~.....policy-related guestions by supporting short, medium and longer term research. The investment in
~long-term research has been through DH supported research units and a number of long-term

programmes. This approach has produced a substantial body of high quality work from researchers
familiar with the applied research needs of government departments. Their work 1s described in

~—detail in Annex C. The pattern of unit funding has changed over time in relation to Departmental -

priorities and the movement of key staff.

This change will continue, in line with the recommendations of the Review of the Role of
DH-funded Research Units: strategies for long-term funding of Research and Development,
published in March 1992. The review recommended a strengthening of the long-term research
infrastructure by the creation of a small number of larger centres on ten-year contracts. The first
steps in the implementation of these recommendations have now been completed. A National
Centre for Research and Development in Primary Health Care has been set up at Manchester
University (see below), and peer review site visits to all thirteen research units have been
completed as part of a policy of four-yearly review.

2. National Centre for R&D in Primary Health Care

This centre is being established under a ten-year contract, with DH providing £1.5m per annum.
Financial support is also forthcoming from the University of Manchester and the NHS Regional
Office. The Centre will draw on six core departments within the University of Manchester. Major
collaborators will be the Centre for Health Economics at the University of York and the Public
Health Research Centre at the University of Salford. The Centre will engender knowledge-based
primary health care by:

+ conducting policy related research which concentrates on the key concerns of patients,
health care purchasers, providers, and health professionals;

* disseminating research findings and promoting service development based upon evidence
of effectiveness and efficiency;

+ promoting health services research in primary care through the provision of support,
training and staff development.



The initial research programme of the Centre will address five key areas:
» population health and demand for health care;

¢ structure and organization of primary care;

quality and cost effectiveness;

o effective working at the primary/secondary interface;

developing methods for primary care research.

Rapid Response

An applied, problem-driven research programme needs to retain a capacity for responding
promptly to issues of public and political concern. Single project funding provides such a capacity
and will account for approximately 15% of the programme expenditure.

Quality and Value for Money: more competitive tendering

Reflecting Government policy in other fields and EC requirements, the centrally commissioned
research programme is being commissioned to a greater extent through competitive tendering, and
the opportunities for the research community are likely to continue to widen as competition for
strategic initiatives is introduced. Peer review of detailed proposals is a key component of quality
assurance but research reports are also reviewed to ensure that a sound scientific basis 1s built into
policy discussion. Across much of the programme there is frequent dialogue between policy
advisers and researchers to ensure the fine tuning of proposals to shifts in policy and the provision
of early resulis. A code of practice for managing DH R&D was published in 1993 and made
widely available.

Welsh Office Research

For some years, the Welsh Office has accessed research and development through management
arrangements with DH. Five per cent of the total Health and Personal Social Services research
budget is made available for Welsh Office priority research. This is focused particularly on the
Secretary of State for Wales’ agenda for NHS Wales, set out in Caring for the Future, published in
March 1994. Some research is mounted wholly in Wales; part of the budget is spent on
contributing to wider England-based studies with WO interest; and some is committed to the
Health Departments” expenditure with the MRC. From this funding the Welsh Office supports two
fixed-term programmes — the Welsh Centre for Learning Difficulties Applied Research Unit in
Cardiff and the Centre for Social Policy Research and Development in Bangor. Both focus on
social services.
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The Memorandum of Understanding between the WO and DH confirms the Welsh Office’s
responsibility for determining its own research priorities and clarifies the respective responsibilities
of the two departments in terms of research management. The essence of the DH role is to provide
technical advice and support at the commissioning stage, especially to ensure scientific quality
through peer review: and to provide a mechanism for subsequent financial and contractual
management of the research. The Memorandum clarifies the responsibility for local monitoring
arrangements which had evolved over the years and sets out the formal arrangements for taking
stock of the working relationship between the two departments.

Finance

Annual expenditure on the centrally commissioned research programme, including work funded
collaboratively through the MRC, amounted to:

1991 —92 £23.0m
1992 - 93 £23.6m

1993 — 94  £23.5m (estimate)






USING RESEARCH

Centrally commissioned research contributes a problem-focused, applied programme of work.

A function of Research and Development Division is to enable the research community and
Departmental staff to make research findings widely available, and to make use of them in policy-
related activities. Much of the research is designed to help policy and operational activity at the
centre, but this in turn is aimed at improving the organization and delivery of services to patients
and users, and enhancing the health of the population.

Once the peer review process is successfully completed, encouragement is given to researchers to
make their work widely available, and occasionally financial help is made available to do this. The
findings from the programme are made known through:

* publication in book form and in academic journals and seminars;

* publication in professional and service journals;

national and regional conferences aimed at service providers;
* research newsletters including those published by DH research units;
* inclusion in bibliographic databases.

In addition executive summaries of research findings are often commissioned, made freely
available, and distributed widely to target audiences by the Department.

All these dissemination activities are used extensively to make new research findings available.
But policy and operational activity in DH needs to be consistently informed by research
knowledge, and cannot simply be reactive to research findings as they become available. To meet
this requirement the centrally commissioned research programme is funding more reviews of
current research knowledge. For example, in this reporting period a series of reviews were
commissioned to inform the Health of the Nation discussions: several reviews were undertaken
prior to the SSI/RHA special monitoring exercises designed to assess progress with the
implementation of the new community care arrangements; and a review of research on mentally
disordered offenders informed the working party on this issue. In future commissioning of reviews
will be co-ordinated with the Centre for Reviews and Dissemination at the University of York.

Making research available and accessible does not ensure that it is used. The research community
and research funders can only play their part in what has to be a partnership in ensuring policy and
services are soundly based. The major responsibility for utihzing research knowledge hes with the
service community, both centrally and in agencies which are purchasers or providers in the
statutory, voluntary or private sectors.

There are many pressures for policy refinement and change — political direction, legislative
imperatives, and financial constraints — and in this sense research operates in a political context.

In determining the direction of change, management experience, professional judgement and
statistical and economic information all have an important part to play. Research findings
complement these other major pressures but are increasingly being recognized as major influences
on change. The centrally commissioned research programme has a good record of utilization by the
policy and service communities.



In the field of social services there is substantial interaction between researchers, those working in
the Social Services Inspectorate and policy administrators. There are some notable examples of
effective research utilization. The Looking After Children Scheme has achieved great success from
small beginnings in 1987 when a DH-funded working party was set up to improve research
outcome measures. The group soon adapted its remit to develop materials to improve practice

with children. This was in the light of growing evidence from a variety of sources, including
research, that public care was failing to meet children’s needs, in part, because of lack of
systematic assessment of need, monitoring of progress and exchange of information between
responsible agencies.

The scheme, which is based on a developmental model, consists of a series of schedules designed
to assess children’s progress according to seven dimensions which have been shown by research to
affect long-term outcomes. It provides a practical framework for assessing progress and the quality
of care children receive from babyhood to eighteen years. Now in every day use in several local
authorities, and overseas, the materials have been extensively evaluated through field trials in five
local authorities, through informal piloting and feedback from around a third of all authorities, and
through the testing of schedules in a comparison study of children living at home. The time taken
in this research development exercise has allowed the ownership of the scheme by practitioners
and social services management which has meant that subsequent implementation has been with a
greater understanding of how the materials can aid practice and improve outcomes for children in
need of services. The development of this work, which was taken forward in parallel with and in
the context of the formulation of the Children Act 1989, is illustrated diagrammatically in Figure A.
The work is being published as part of the Children Act publications.

The centrally commissioned research programme has also supported a wide range of studies on
child adoption. These have fed directly into the recent review of adoption law and informed the
preparation of the White Paper Adoption the future, published in November 1993,

The SS1 has 1ssued a practice guide entitled The Challenge of Partnership in Child Protection. This
drew on a body of child care research funded by the centrally commissioned research programme.
The use of research findings is fully acknowledged in the guide. In addition, an overview of a
major programme of research in child protection is being prepared by the Dartington Social
Research Unit and will crucially inform the development of policy for child protection over the
next few years.

In the health field evaluative work funded by the centrally commissioned programme often relates
to innovative service development promoted with central DH finance. For example, DH funded a
three-year cochlear implant programme and the evaluation has covered costs and outcomes and
provided strong evidence that such implants can be successful, identifying the situations in which
they can be particularly cost-effective.

Central DH funding was also provided to match private finance for helicopter emergency medical
services in London. The evaluation looked at the London service, and helicopter ambulances in
two other counties. The recently published reports have provided DH and purchasers with detailed
evidence about costs and benefits of these services. The Department has sent summaries of the
reports to all purchasing authorities and will shortly make available an overview of helicopter
services being prepared by the research team, encouraging the authorities to draw on these if they
are considering setting up similar services.

Other recent research has clearly identified the benefits of a Direct Referral system for hearing aid

fitting. Direct Referral means that GPs can refer patients with a hearing loss to an Audiology Unit
or Heaning Aid Centre instead of having first to refer them to an ENT consultant.

14



Figure A
RESEARCH FEEDING INTO POLICY AND PRACTICE

LOOKING AFTER CHILDREN - ASSESSING OUTCOMES IN CHILD CARE
Project History Policy Context
1987 Concerns arising out of research

and public enquiries

! I

1990 Assessing QOutcomes Review of Child Care
“Working Party" Law
established
Practice materials Children Act 1989
finalized and piloted receives roval assent

!

Report to DH receives
good academic and
service review

! l

Publication of Outcomes Schedules coincides with
implementation of the Children Act 1989

! !

1992 Field trials, core and SS1 dissemination
comparison group

! !

Development of computer and training packages

Il

Planned National Launch

1991

1993/94

1 May 1995
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The research was commissioned following sustained criticism from the voluntary sector about
waiting times. It was one of a number of proposals announced by Ministers for improving hearing
aid services. The aim was to evaluate the effectiveness and safety of a system that already existed
and whose expansion might lead to a significant improvement in audiology services.

The results showed that waiting times virtually halved, and that there were high levels of patient
satisfaction and tangible benefits for audiology and ENT professionals. Direct Referral enabled
throughput in hearing aid centres to be increased, and released ENT consultant time for
concentration on the more serious cases. With the removal of many routine cases from ENT
waiting lists, these serious cases should be able to be seen earlier.

The research found that there was a slight increase in the number of potentially serious conditions
missed but that several factors mitigated this result. Any risk could be made even smaller by
modifying the practices of GPs, audiology technicians and ENT doctors. Officials have discussed
this with representatives of the professional bodies concerned. While welcoming the research and
supporting the extension of Direct Referral, they agreed that there was a need to provide better
information for GPs and that the guidelines issued to audiology technicians should be updated.
This is being done. Copies of the research report and its summary were sent to purchasers and
providers in the NHS under cover of EL (94)35.

Research commissioned via the central policy research programme often aims to provide a
systematic body of research evidence in areas which have not been previously tackled by others.
Research on workforce issues takes place against a background of changing patterns of health care
delivery, an increased emphasis on quality of care and value for money, and considerable changes
in professional education. Local managers require sound, research-based knowledge to help them
recruit and retain appropriate numbers of staff with the optimum skill-mix, equipped to provide the
highest quality of care.

The considerable body of research on workforce issues within the centrally commissioned research
programme has been disseminated to senior managers within the NHS and higher education
institutions. In addition, research in this area is widely covered in the appropriate professional
journals: three publications which have caused considerable interest in the latter are a review of
methods for determining community nursing establishments, an interim evaluation of the
implementation of Project 2000 (which reformed nurse education), and a census of practice nurses.
A recent one-day conference, ‘Shaping the Future’, brought together senior NHS managers and
professionals and reported a large number of findings from several of these studies, including
reports on staff turnover in the NHS; doctors’ and nurses’ careers; the role of nurses and
techmicians in high technology areas; preregistration midwifery education; work load systems; and
skill-mix in acute care.

The centrally commissioned research programme provided the initial support for the senes of
twenty epidemiologically-based needs assessment reviews, intended to provide research-based
information for purchasers. The reviews cover conditions which account for one third of the
*burden of disease” and each analyses its topic, reviews incidence and prevalence, lays out services
available, and documents the evidence on the cost-effectiveness of those services. Each sets an
agenda for change informed by careful exploration of research findings. The initial reviews have
been published and made widely available throughout the NHS, and a further series has been
comimissioned,
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Some research projects lend themselves directly to the development of training materials and the
centrally commissioned research programme frequently supports such development at a modest
level. One example is the production of an information pack for use by members of the primary
health team in helping women to stop smoking. These were based on a prior research publication
‘Smoking Among Working Class Women®. Almost 8,000 packs have been requested and
distributed. A second example is a study of hospital pharmacy staff which led to the publication of
a report Skill-Mix and Working Practices in Hospital Pharmacy. This shows that pharmacy
departments which have staff with the right skills at the right level tend to be more efficient and
provide greater job satisfaction. To equip managers (o study their departments’ skill-mix the
Department funded preparation of a Skill-Mix Tool Kit and ran ten workshops. The report was
distributed to Regional and Chief Pharmacists and the Tool Kit to hospital pharmacy units.

The centrally commissioned programme has a strong record in addressing finance and management
issues, particularly in regard 1o social services. The work on unit costs of services and on London
costs has informed discussions on the Standard Spending Assessments centrally, and the planning
of service budgets locally. In the health field. baseline resource allocation work has informed
review of the formula which underpins the allocation of finance to health authorities. Research on
the mixed economy of care is providing regular feedback and prompting advice to social services
departments as they develop and change their relationships with voluntary and private providers.

Although policy divisions in the NHS Executive and the wider Department have a good record of
utilizing research, the record has been uneven and RDD will be working with others to explore the
possibilities of ensuring that more policy activity is routinely informed by research findings, and
conversely that a higher proportion of soundly based research is taken up in policy development
and change.

The centrally commissioned research programme is often challenged to demonstrate the impact of
its research findings. Challengers rarely understand the complexity of doing this beyond
documenting that reports are completed to a satisfactory standard, or counting academic
publications, or citation analysis. As output measures for an applied research programme, none of
these is satisfactory. Researchers at Brunel University have therefore been commissioned to
undertake a project which will provide a first step towards developing such measures. The project
has suggested five categories of payback from R&D that occur at different stages of research:

* knowledge generation;

= benefits to the research base:

= political and administrative benefits;

= health and social services sector benefits;

* broader economic benefits.
The project has carried out eight case studies identifying payback from research funding. The

publication of the results will make a major contribution to the debate about how to maximize the
use of research and how to measure its impact.
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WHAT’S IN THE PROGRAMME?

All the work funded by the centrally commissioned programme over the last three vears is listed in
Annexes B and C. These sections pull together work on particular topics or client groups and
describe the research and how it fits into its policy context. The sections are not exhaustive and
look forward beyond current work, in some instances, to cover projects in planning.

A large research programme can be cut many ways and the topics addressed are a highly selected
group of a much larger potential list of topics that could have been presented. For example,
running through the theme lists and topic sections there is a large body of work on nursing
research, there is work on cost-effectiveness, and a wide range of projects in which the consumer,
patient, user or carer are central.

The Project Register System, of which several aspects are now in operation, will document all
work funded in the whole research and development strategy. All the projects funded by the
centrally commissioned research programme will be routinely entered into the PRS database, to
complement current work already part of the system.

The Strategy for Health

The centrally commissioned research programme contributed to the pool of research information
which underpinned the formulation of the Health of the Nation strategy. The research helped to
inform specific targets, for example, with regard to needle exchange, but in 1991 it also supported
the commissioning of twenty or so special papers which reviewed fields for possible designation as
key areas. Since then the programme has continued to support work in the five well-established
key arcas, commissioned research relevant to those areas identified as possible key areas in future,
and made progress in meeting the commitment, given by DH in the Health of the Nation White
Paper, to continue research on variations in health status.

In the key area of chronic heart disease and strokes, the programme complements work funded by
others and looks at such areas as smoking, hypertension and heavy drinking. The work on mental
illness covers studies on suicide and a range of projects aimed at identifying cost-effective services
for people who are mentally ill. In the area of sexual health and HIV, there are a number of siudies
aimed at improving health promotion with particular emphasis on at-risk groups such as drug users
and prostitutes, and on groups for which research information 1s sparse - for example, minonity
ethnic groups. There are also two projects in planning on teenage pregnancies. In the key area of
accident prevention, there are plans for a literature review together with three projects concerning
service response to accidents. Much of this work on current key areas is described more fully in
other sections of this report but studies relating to two cancer targets illustrate the work in this area.

A major Health of the Nation target in the key area of cancer is to reduce the number of deaths
from breast cancer, in the population invited for screening, by at least 25 per cent by the end of the
century, compared to the 1990 figure.

Research aimed at helping to achieve this is being carried out under the aegis of the UK
Coordinating Committee for Cancer Research, and is jointly financed by the Department, the two
main cancer charities and the MRC. It includes a large multi-centre randomized trial to establish
whether 40 would be a more cost-effective age to start screening. Also under evaluation is a one-
versus a three-yearly interval in screening, as is a single x-ray view versus two views.

Another Health of the Nation target in the cancer area is for a 20 per cent reduction in cervical
cancer by the year 2005. A research programme in support of this target is examining reasons for
non-attendance for cervical screening, establishing the effectiveness of recall procedures, and
developing clear quality standards.
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lustrative of research designed to address future key areas, are two projects aimed at testing the
feasibility of developing scales for the elderly population which measure Healthy Active Life
Expectancy (or HALE). By looking at quantitative estimates, one project has laid out methods of
measuring the level of health and activity an individual can expect at any given age. Similar work
is being carried out which aims to compare estimates of healthy active life expectancy at particular
ages using a variety of definitions of a healthy active life.

Back pain is another possible key target area for the future. Here a review of the current research
literature has been commissioned covering the epidemiology of back pain, its causes and its
treatment, in order to establish the economic impact of the condition.

While the targets and approaches to improving the nation’s health set out in the Health of the
Nation strategy apply to the population generally, there are a number of diseases and conditions
that specifically affect particular sections of the population — for example, women and members of
ethnic minorities.

Women are now healthier and live longer than ever before. Nevertheless, they still have specific
health needs and problems and women's health has become a priority in recent years. A number of
projects in the programme address women’s health issues.

Variations in the health status of minority ethnic groups are being documented in the fourth
national survey of ethnic minorities. This study sets out to identify the current social and economic
conditions and the state of physical and mental health of the main ethnic minority groups in
England and Wales. These will be compared with the same conditions among the white majority,
and by referring to the three previous surveys, change, over time, will be assessed.

Health and Lifestyles

The Health of the Mation highlights several areas where the behaviour of individuals and groups
contributes to ill health and premature mortality: coronary heart disease and stroke, cancers,
HIV/AIDS and other aspects of sexual health. The Department’s centrally commissioned
research programme includes a well established body of research on some of the socio-cultural
and behavioural factors involved, notably unsafe sex, smoking, and the misuse of drugs and
alcohol. Research has also been commissioned to underpin the development and evaluation of
related services.

HIV/Aids

In 1986, research was initiated to inform the Department on how to meet its policy objectives for
HIV/AIDS. The programme includes studies of social and behavioural aspects of HIV
transmission, the service needs of people with HIV infection and AIDS, and the development and
evaluation of health and social services. As a significant body of work accumulated, a working
group was set up under Professor Mildred Blaxter of the University of East Anglia to summarize
the findings, draw out good practice recommendations and present them in an accessible form for
local policy makers and for purchasers and providers of AIDS services. This work was published
as The Health and Social Care Needs of People with HIV Infection and AIDS (HMSO, 1993).
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Two important studies of HIV risk behaviour in gay men and female sex workers gave early
insights into lifestyles and risk-taking in groups thought to be at high risk of HIV transmission.
Project Sigma is a five wave cohort study of gay men, charting changes in sexual risk behaviour
over seven years, and examining trends in condom use, rate of partner change, the social context in
which safer sexual practices are negotiated, co-factors such as the use of alcohol and recreational
drugs. and the use of specialist GUM and HIV-related services. A study of drug using and non-
drug using prostitutes contributed to a growing consensus that female sex workers are not a high
risk group unless drug use is involved, which reduces compliance with safer sexual practices. It
also revealed a high level of general health care needs in female sex workers. in addition to need
for specialist drugs and GUM services.

Three early studies mapped and evaluated the rapidly expanding health and social services for
people with HIV and AIDS. A study of the use and costs of hospital services and a more
qualitative study on the experience of living with AIDS were conducted using the same sample of
gay men. The datasets from these two studies have been merged and are undergoing secondary
analysis to develop predictive models of service need, use and costs. The early development of
care offered by statutory social services and a broader study of the use and costs of community
services across the statutory and voluntary sectors have recently been completed. Two studies -
an evalvation of the Landmark service and a study of the development and functioning of
London Lighthouse — covered the process of setting up the voluntary sector response to the AIDS
epidemic. A further study is evaluating care management procedures for people with HIV infection
and AIDS.

Drug Misuse

Much recent DH-funded research into drug misuse has been linked to the AIDS epidemic among
injecting drug misusers, and has broader implications for a harm minimization approach. Research
has examined shifts in the mode of administration of drugs, from those which do not place the user
at risk of HIV transmission 1o those which do, producing valuable insights into the circumstances
in which this transition is made. Recent policy has emphasized the need to reach the majority of
drug misusers who rarely come into contact with drugs services. An ethnographic study has
examined the natural coping strategies employed by drug users to control their use of drugs, to live
a relatively normal life and to minimize the risk of HIV infection. Such information enables those
working in community and outreach services to build on the *homegrown’ strategies employed by
their clients in their everyday lives. Another study by the same team has addressed the need to
know more about sexual HIV risk in drug misusers, in order to inform the work of specialized
drugs agencies.

Work on drugs services in the AIDS era began with a four-year study to monitor and evaluate
syringe exchange schemes. This work showed a major plank in the Government's AIDS prevention
policy to have been largely successful. Another significant emphasis in recent policy on the
provision of drugs services has been a reduced reliance on specialist Drug Dependency Units and
the expansion of community-based services. Two studies have examined different aspects of this
trend. A study of Central London Action on Street Health (CLASH) examined the issue of
outreach work for drug users and sex workers in the context of the HIV epidemic and made
recommendations for improved management of outreach services. A prospective study of GPs’
treatment of opiate drug users will throw light on the difficulties encountered in the treatment of
drug users in primary care, and on its outcome.
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Smoking

DH-funded research into smoking has recently concentrated on two groups where the uptake of
smoking has declined more slowly than in the rest of the population: young women in low
socio-economic bands, and teenagers. One project found that women living with higher levels of
social, economic and material stress were least able to give up smoking during pregnancy. The
research team examined the stress-relieving role that smoking plays in the lives of working-class
women and developed training materials for a broad range of primary and community health
care professionals.

Two studies have recently been commissioned to improve our understanding of the motivational
and social processes involved in smoking uptake among teenagers. One is examining the social
identity processes involved in adolescent girls” uptake and maintenance of smoking, and the other
is trying to identify protective factors by studying non-smoking teenagers who might be expected
to take up smoking because they have a smoking parent or sibling. These insights may be used in
the development of new preventive interventions for teenagers.

Alcohol Misuse

DH-funded studies of alcohol misuse have focused recently on the development of community-
based services. Research is developing guidelines for assessing local population needs for
community alcohol services which will aid long-term, strategic planning. A national survey of
GPs” attitudes to and treatment of alcohol problems will update earlier information on the extent to
which GPs are involved in the treatment of alcohol problems, and will identify barriers to treating
alcohol problems i primary care.,

The Health of Children

The centrally commissioned research programme has always had a strong policy orientation
relating to the health of the nation’s children. A good example is the research funded on cot death
(Sudden Infant Death Syndrome). In 1991, in the Light of evidence that babies who were laid on
their fronts to sleep were at increased risk of cot death, the Department of Health mounted a major
campaign, ‘Back to Sleep’, to bring about a change in infant care practice. The research was
commissioned to assess the impact of the campaign upon parental and professional knowledge and
behaviour, and to identify significant consequences, including possible adverse effects. The results
of the research will guide any further advice.

Much research has been funded. often in collaboration with the MRC, to assess the effectiveness
of immunization programmes for important childhood infections. Studies have also been mounted
into the broad strategy of such programmes - the timing and frequency of immunization, the
relative advantages and disadvantages of different programmes, and their possible interactions
and complications.

An important study in child health surveillance is examining changes in the organization, content
and delivery of pre-school child health services since 1991.

A major part of the research programme deals with the health care of mothers and babies during
pregnancy, birth and early life and the cost-effectiveness of health care. These areas are the basis of
the research programme at the National Perinatal Epidemiology Unit in Oxford (described on page
64). An example of a most controversial development in this area is the use of “birthing pools’.
The practice has been widely introduced, although it had not been subject to adequate evaluation.
DH funded research has been set up to address the issue.



Another development is the use of extracorporeal membrane oxygenation (ECMO) in the treatment
of potentially reversible cardio-respiratory failure. It has been estimated that 200 babies die each
year in the UK from this cause. A controlled trial of ECMO is now being funded as part of the
centrally commissioned research programme. A further major research study is the evaluation of
ultrasonography in the management of congenital dislocation of the hip. The results will guide and
inform the introduction of this technique into practice.

The well-established efficacy of vitamin K to prevent vitamin K deficiency bleeding in infants has
come under scrutiny following the reports — not yet verified — that the intramuscular administration
of vitamin K might be associated with childhood cancer. Several research projects are now in
progress 1o assess this reported association.

Although multiple births are uncommon, the numbers are growing, largely as a consequence of
assisted conception. Multiple births impose burdens which are not confined to the long period that
these babies spend in intensive care, but continue throughout infancy. Parents encounter major
stresses in nurturing their multiple infants and require much support during this time. The results of
research in this field have been widely disseminated.

Funds have also been provided for research into a wide range of common clinical disorders of
childhood, including asthma, middle ear disease, and meningitis. For example, the Middlesbrough
Childhood Asthma Study is an epidemiological study into the prevalence of asthma among
children of Teeside in relation to the proximity of roads and industry, and will examine links
between air quality and attacks of asthma.

Congenital anomalies of varying degree affect over 10,000 infants each year in the UK. Any
congenital malformation 1s distressing to the parents of the afflicted newborn child. and to the
family. Moreover, the causes of most congenital malformations are unknown. They are, therefore, a
cause of much public concern, especially when linked speculatively to external hazards. A recent
example of research that was undertaken in response to public concern is a study of babies in
whom one or both eyes failed to develop (anophthalmia). A case-control study 1s being conducted
to identify, or exclude, associated factors, including environmental factors, and is concerned
initially with microphthalmia (babies with tiny eyes).

In the UK about 550 children die each year as a result of accidents. Accidents are the most
common cause of death in children over any one-year period. The Childhood Injury Prevention and
Promotion of Safety Study aims to develop a register that will record the circumstances, and
measure the outcome of injury in rural and urban settings. The database, which will be ongoing,
will be used to assess different preventive measures, and to conduct clinical audit of Accident and
Emergency Departments. It will provide a geographical analysis of events and explore links
between accidents and physical, environmental and socio-economic factors. The study will also
help the understanding of the process and sequelae of injury, and the social cost.

Community Care

The centrally commissioned research programme supports a substantial body of research on
community care and has recently published a comprehensive source book' summarizing findings
from many of the projects. Some of the research reported there is highlighted here, but this text
focuses on work more recently commissioned.

I Robhbins, Commumity Care Findings from Depamment of Health Funded Research 19381942, HMSO, 1993
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The evaluation of innovative field developments in case management over a number of years
played a significant role in shaping recent community care changes, (see Research for Health,
1993). Following on from this, a substantial stream of longer-term research to evaluate the
community care changes has been set in place. complemented by several developmental projects.

Reflecting the policy importance of this client group, a major evaluation of community care takes
as its starting point a large sample of very dependent older people and their carers presenting to ten
social services departments, and aims to answer complex questions about the impact of the
community care policy changes on improved targeting and cost-effectiveness of services. A
complementary study will follow, over a vear, the care careers of older people with dementia,

and their carers, who present for a major assessment, and will investigate processes and

outcomes including the costs involved. This is an important and growing user group with high
dependency needs.

A major study has also been commissioned to describe, monitor and evaluate the developing mixed
economy in the provision of social care, and to examine its impact on the key policy objectives of
improved choice. cost-effectiveness and innovation.

Further work will focus on evaluating inter-agency collaboration in community care, mapping
emerging models of care management and assessment, and monitoring systems for quality assurance
in social services departments. Another study aims to investigate the impact of the developing
purchaser/provider split on the traditional role and functions of social work practitioners.

Further research is intended to provide a scientific underpinning to the challenging developmental
work required of service authorities in responding to the community care policy changes. It
includes a significant preliminary study of the concepiual, methodological, and practical issues
involved in assessing community care outcomes for users and carers. It also includes work to
develop and evaluate needs-based community care planning methods, and a rolling programme of
work to establish reliable national average unit costs for key community care services.

A key objective of the recent community care changes is to give priority to support for carers.

A programme of completed research on carers informed this policy, and covered carers’
characteristics, defined their caring roles, their needs for support, and the effectiveness of services
designed to provide that support. For example, the effectiveness of respite services for the carers
of confused older people living at home has been investigated in a significant study published
earlier this year. An overview of all this recent research on carers was made available to social
services and health authorities to inform the planning, purchasing and development of services in
support of carers.

Research relating to social services workforce, education and training includes a major four-year
study using a longitudinal panel design, investigating staff recruitment, retention, training and
career paths among middle managers, field social workers, domiciliary and residential care staff. A
further study, investigates readiness to practise among newly qualified social workers, comparing
both CQ5W and DipSW streams.



Child Care

In recent years a number of important research initiatives have been developed to address subjects
of pressing policy and practice concern in the field of child care. Current work includes a group of
studies on child protection, a body of research evaluating the early implementation of the Children
Act 1989, and a smaller but growing group of studies on residential child care. In addition to these
three large programmes there are smaller groups of studies focusing on adoption, pre-school
children and children looked after by, or leaving the care of, the local authority.

The ongins of the programme on child protection was part of the Government response to the
Cleveland Enquiry in 1987. The enquiry explored the circumstances in which children had been
removed from home after medical diagnosis had suggested abuse. This prompted reflection by
policy makers, practitioners and researchers about the nature and circumstances in which child
abuse takes place, and the efficacy of service delivery.

A programme of sixteen studies was initiated to address key concerns. Some studies addressed
questions of definition and looked at normal behaviour within families. Other investigations
focused on the child protection process. All had questions about outcome - for example, what are
the effects of abuse; do interventions have any effect on the child’s well-being; what are the
consequences of an abuse enquiry?

As studies progressed and were completed, researchers met annually with policy makers and
practitioners. This allowed legislation and guidance to take account of the research, a process
which is still ongoing. Most of the investigations are now complete and reports are being prepared
in a linked series, for publication by HMSO. To complement the individual research reports an
overview document is in preparation, guided by a group of practitioners drawn from key
professional disciplines, which will draw together the key findings and pull out important messages
for practice.

A second research programme now in mid-course was designed to monitor and evaluate the early
stages of the implementation of the Children Act 1989, and to establish whether it led to
improvements in services for children and families. The Children Act brought together and
codified a wide range of legislation in respect to children. An important principle of the Act lay in
the belief that children are best looked after within the family by both parents playing an active
part, without resort to legal proceedings. so long as this is consistent with the welfare of the child.

A number of the key changes in the Act were designed o promote better support for families
without resort to legal proceedings. One important strand of research on the Children Act 1s
concermned with this area. Studies look at the use of short-term respite care: services to disabled
children; the implementation of new provisions in relation to pre-school and out-of-school services
and an investigation of agency policy in relation to major new provisions in the Act.

A tranche of projects look at new provisions for child protection under the Act — one study
examines the use of a new concept introduced by the Act, namely, risk of *significant harm’ in
childrens’ cases, and a further study traces action through to the courts. The pace of child
protection prosecutions and services aimed at diverting children not at immediate risk have also
been investigated.

There is also a small group of projects which consider a range of other reforms introduced by the
Act, including services targeted at young people leaving care and new arrangements for planning
and reviewing childrens’ cases, and the use of expen evidence by guardians ad litem.



Residential care has formed the focus of a third and final major research programme now in
progress. Launched in 1992 as one of a range of measures arising from concemns following a series
of incidents in childrens™ homes, this programme centres around three main 1ssues: the role of
different types of childrens’ homes, how these meet the needs of children; the mix of children in
residential care, and in particular how children who are the victims of abuse are cared for within
the residential care sector; and the internal dynamics of staff and children in residential homes.
Further studies in planning will look at the management of childrens” homes by local authorities
and the training needs of staff in the residential sector.

Mental Health Policy

Research in the field of mental health supported by the centrally commissioned research
programme reflects strategic policy innovation and change in this field. Health of the Nation
targets, community care policies, the strategic shift to the primary sector and imtiatives to
improve the care of mentally disordered offenders are all policy priorities informed by research in
this programme.

There are two major Health of the Nation targets concerning suicide, and research is helping to
identify how the targets might be achieved. The aim of one study is to generate hypotheses about
possible preventive care from intensive, retrospective study of the events leading up to death. The
small sample of 100 cases is drawn from professions at high risk — farmers and doctors. Other
studies evaluate the effectiveness of innovative interventions aimed at helping people who have
made suicide attempts. A proportion of those who inflict deliberate self-harm move on to suicide
and it is hoped that there might be generalizable lessons from early interventions.

The other Health of the Nation target on mental health is to improve significantly the health and
social functioning of mentally ill people. It is beginning to be widely demonstrated that adult
mental illness is strongly linked to psychiatric disorder in childhood so that scrutiny of psychiatric
services for children and adolescents is particularly important. A recently reported project has
indicated that the level and types of services vary widely between different areas of the country.
One third of the areas surveyed had lost some social work input during the last three years and
there had been a general withdrawal of educational psychologists from multi-disciplinary clinics.
Forty-eight per cent of purchasing authorities appeared to have no specific strategy for this client
group and 63 per cent of authorities occasionally used adult psychiatric wards for adolescents.

Another group of mentally ill people who might denve more help from improved services are
people of Afro-Caribbean origin and possibly other ethnic minorities. Several studies contribute to
knowledge in this area. Very little epidemiological data is available on dementia in elderly people
and a major study collaboratively funded by the MRC aims to establish the incidence and
prevalence of dementia, to track cognitive decline longitudinally and to assess the needs for
services and their costs. This study too could contribute significantly to an understanding of how to
improve the functioning of this group.

At the heart of the community care policy is the aim to move care for the long-term severely
mentally ill from psychiatric hospitals to more district-based services. Several projects are
evaluating aspects of this policy including a long-term study tracking 1,000 patients through the
closure of two major hospitals in North London, to their ensuing use of community-based services:
an evaluation of the implementation of the care programme approach; studies of the carers of
people with mental illness in the community; and the effectiveness of interventions delivered by
community psychiatric nurses to various groups of mentally ill people. The availability of
emergency services is crucial to the community care of people with mental illness and the
accessibility of these is being studied to examine both hospital and social services provision.



Another issue of major interest is the treatment of psychiatric disorders in the primary care setting.
One major study assesses the impact of GP fundholding on the use of mental illness services. Work
is also taking place to develop diagnostic and management guidelines for general practitioners.
Integral to this is an assessment of the feasibility and reliability of the ICD classification of mental
disorders for use in primary care. Another project looked at whether practice nurses in primary care
could be given guidelines 1o enable them to help GPs by taking on some of the workload of
managing cases of depression. In its developmental stage, the work aimed both to increase the
practice nurse’s skills and evaluate the effectiveness of any involvement.

Health authorities, along with other health care providers, are currently obliged to assess what
services are needed in their areas to look after mentally disordered offenders. A major policy
review of this area has stimulated the commissioning of a group of projects which evaluate court
diversion schemes: monitor joint working between the justice system, the NHS and social care
agencies; assess the needs for medium security provision; and survey the treatment and security
needs of special hospital patients.

Health Care for Elderly People and for People with Physical, Sensory and

Learning Disabilities

A wide range of research has been commissioned which relates to policy for people of varying
ages with a variety of physical disabilities, sensory impairments, or extreme frailty. In addition
there are two projects on palliative care — one relating to adults, the other to children.

One group of projects has as its aim the establishment of outcome targets in six areas where
morbidity is high and the burden of disability great. The areas under investigation are the quality of
care of patients with hip fractures; avoidable amputations in diabetic patients; the prevention of
pressure sores; services for speech and language impairment; urinary incontinence; and auditory
disability. These projects are attempting to establish a measure of prevalence of the condition, the
efficacy of intervention, and the possibility of setting a target or quantifiable, achievable and
monitorable service goal.

The contribution of the therapy professions to the health service is growing, especially in services
for those with physical and sensory impairments. The effect of physiotherapy on children with
cerebral palsy is being studied and a review of research on the efficacy of speech and language
therapy is underway. In addition, a research project on clinical audit among four therapy
professions is nearing completion.

Rehabilitation of people with brain injury is a major policy priority and twelve initiatives providing
innovative forms of rehabilitation have recently been funded centrally by the Department of
Health. An evaluation has been commissioned which will estimate as far as possible the cost and
benefit curves of different therapies both individually and in combination. This is a significant

and substantial piece of research which will take place over five years alongside the centrally
funded initiative.

Certain central programmes aim to promote the integration and independence of disabled people.
One of these is the European Community’s Helios programme, the funding of which enables
selected disability organizations to travel to meetings and conferences. The intention is that by
promoting international and national contacts, these organizations will develop and grow. There are
78 participating organizations in the UK and the Department is funding an evaluation of the second
phase of the Helios programme, as it did the first.

A separate stream of work, largely based at the Hester Adrian Research Centre in Manchester (see

page 43), is focused on people with learning disabilities and those whose learming difficulties are
accompanied by sensory impairment, mental illness or challenging behaviour.
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Research is nearing completion on specific conditions such as autism and self-injurious behaviour,
the impact on the quality of life of relocating people from hospital to the community, and
residential and training services for people with dual sensory impairments and severe learning
disability. The development of a psychiatric assessment and schedule for adults with a development
disability is breaking new ground. A review of literature is being prepared on the physical health of
people with leaming disabilities.

A large programme of six interrelated projects on challenging behaviour is about to begin. These
projects are designed to examine the emergence and persistence of challenging behaviour in a
population of people with learning disabilities, the experiences that users and their carers have of
services, the costs of such services, the effects on staff morale and turnover, and the relationship of
challenging behaviour to mental illness.

In addition to the body of research on community care reforms (see page 23), much of which
relates to the social care of older people, research has been established to consider key areas of the
health service which affect older people. One of these is a three-year project examining hospital
discharge and outcomes after six months. Much of the research referred to elsewhere in this report
relates to older people, who are disproportionately affected by particular diseases and disabling
conditions, for example, hip fracture.

Central Initiatives Aimed at Securing Quality in Health Care

The Department of Health initiates a wide range of strategies which are designed to secure the
quality of services and interventions delivered by the NHS. The centrally commissioned research
programme provides research information on which to base such strategic initiatives, and evaluates
those promulgated by the Department. Two important but very different examples are accreditation
and clinical audit. A major study on accreditation which has recently been completed aimed to
provide a knowledge base for the Department of Health should the option of accreditation in the
NHS be pursued. The study is a multi-faceted one which aims to establish how accreditation
systems might work in practice. To do this the research has examined the nature of accreditation.
scanned the international picture and described the development of hospital accreditation systems
in the USA, Canada and Australia. It has mapped existing accreditation activities in England and
carried out a survey of purchasers and providers to ascertain their views of the usefulness of
accreditation as a quality assurance mechanism. It has looked in depth at particular schemes in
Regions and the Kings Fund Organizational Audit. The research has addressed issues of standard
setting, procedure and organization, consumer involvement, and the impact of acereditation on the
quality of health care. The output of the study is expected to provide a major contribution to debate
in this area and a sound basis for policy formulation should this route be chosen as a component of
quality assurance.

Since 1990 about £40m a year has been allocated centrally to develop a programme of medical
audit, with further funding for nursing and therapy audit starting a year or so later. These
programmes are now being encouraged to move to multi-disciplinary clinical audit, and are seen as
major tools for improving the quality of health care. The evaluation of audit funded by the
centrally commissioned research programme has already published several interim reports which
review other evaluation studies, and record the results of a survey of commissioning authorities and
a survey of providers. The survey of commissioners mapped audit programmes and the resources
available for them, and indicated how they were likely to develop in the future as funding passed
from centrally ring-fenced, to locally determined, financing. The study of providers documented
the establishment of audit in hospitals and other provider units and its use in facilitating change in
a wide range of areas. Subsequent sub-studies will assess the development and impact of clinical
audit on the quality of health care.
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Tools to measure nursing quality — mainly adapted from American originals — are widely used in
the health service, but their validity has been questioned. A recently completed project has assessed
the reliability and validity of three widely-used instruments (Qualpacs, Monitor and Senior
Monitor), and compared the instruments with each other and with measures of nursing quality
derived from interviews with, and observation of, patients and nurses on medical, surgical and care
of the elderly wards. The report gives recommendations for local care providers on how the
instruments may be best used, and provides additional quality indicators.

Quality in health care depends essentially on the recruitment and training of staff and research on
these issues has been funded by the centrally commissioned research programme. The Department
has recently commissioned a cohort study of all UK doctors, building on previous work, and
contacting some of the original cohorts as well as newly qualified doctors. This work will give an
insight into doctors’ career decisions and career patterns which will inform the work of the
Medical Manpower Standing Advisory Committee, and will build on previous qualitative work on
doctors and their careers.

There are current cohort studies of general and mental health nurses, and an earlier study of
midwives. Workforce planning for nursing is currently coordinated at regional level, and
although the precise arrangements will change with the current restructuring of the NHS, these
studies will provide an essential information base for workforce planning. Important factors to be
addressed in the research are that the labour market for qualified nurses has changed considerably
in the last five years, and that more nurses are now moving between the NHS and the private
sector. Both these cohort studies and that of doctors raise important issues about combining a
career and family commitments.

Nursing education has undergone extensive reforms since 1989, when the first “Project 2000
courses got underway, involving a shift of nursing and midwifery education into higher education
and a radical reformulation of the curriculum. The change process was the subject of a recenily
completed report. A similar study on preregistration midwifery education has also been completed,
and both have important messages for local education providers and the Nauonal Boards. A
*fitness for purpose’ study has recently been commissioned to examine the views of various
stakeholders on the competencies of new Project 2000 diplomates, and to develop an economic
model to assess return on investment in nursing education.

At a more senior level, a study on senior management competencies, succession planning and
organizational development in the NHS has recently been completed, based on questionnaire data
and interviews with senior executives in both purchaser and provider organizations, from clinical
and non-clinical backgrounds. The results will be relevant both locally and also for the NHS
Training Division.
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UNITS FUNDED APRIL 1991 - MARCH 1994

UNIVERSITY OF BRISTOL

Dartington Social Research Unit

ANNEX C

UNIVERSITY OF KENT
Personal Social Services Research Unit

University of Brisiol, Warren House, Dastingion Hall, Toines, Devon,
TS 6EG  Tel: DIRO3 862231

Director: Professor 5 Millham
Expendiivre 199] = 1994; £1,265.419

DSRLU is concerned with disadvantaged children,
adolescents and their families and investigates both
statuiory and voluntary provision for those ai risk. The
Unit has a particular interest in the long-term outcomes
of interventions and in exploring the benefits and deficits
of welfare in arcas such as social adjustment, education,
employment and dependence on staiwiory and voluniary
agencics. The Unit's programme has three main streams
of work — children and families, difficult adolescents and
research development work. Working closely with
policy-makers and professionals in both central and local
government, the Unit disseminates its work widely -
both nationally and internationally — in books, anticles, al
seminars and conferences and through practice wols for
professionals.

Personal Social Services for Children and Families:
The Unit is undenaking studies into the working of
Section 20 of the Children Act 1939, the separation and
return of children looked after or in care, and the
perspeciives of parents suspecied of child abuse.

Difficult Adolescents: Rescarch is being conducted into
the care careers of young people in Youth Treatment
Cenires and other specialisi provision; protective factors
in care carcers; and formal and informal culures in
residential ehild cane.

Development Work: This includes developmg
instruments 1o monitor child-care carcers and outcomes
(the Looking Afier Children Project) and dissemination
of the findings from the DH programme of child abuse
research.

Universidy of Kent, Comwallis Bailding. Canverbury, CT2 TNF
Tel: (22T 764000

Director: Professor B Davies

Expenditure 1991 = 1994: £3,19],162

The PSSRU undenakes research intended 1o help policy
planners and practitioners use resources with greater
equity and efficiency. Much of its work focuses on the
relationships between resource inputs and outcomes: for
instance, describing and explaining how variations in
resources and services affect the quality of care and other
aspects of the well-being of users and their families. This
approach 18 descrnibed as the production of wellare
theory.

Elderly: Budget-Devolved Care Management. The
objective of this large programme is to investigate ways
of improving the performance of cone care management
tasks. It involves two main sireams of work,

il The lessonz of the Kent Community Care
Programme have been applied in a series of
projects, and their resulis evalumted. The forus of
these evaluations 15 how in each contexi. the
costs and benefits of the approach compare with
the provision which the cases would otherwise
have received. The evaluations will be succeeded
by a project which maps and evaluates models of
care management. After the preliminary mapping
stage a selection will be evaluated.

i The Comparative Community Care Programme
fiscuses on the matching of care management
arrangements (0 the circumstances of users,
service systems, and area charactenstcs. The unit
of analysis is the group of wsers of care
management and the care management
programime, not the case.

Elderly: Resources Needs and Oulcomes in Services.
This programme is designed 1o answer basic questions
about elderly people’s need for and sccess to resources.
A study comparing situations in the mid-80s and mid-90s
will focus on these questions in order to describe the
impact of the community care reforms.

Other projects on the elderly include studies of case-mix,
costs and length of stay in residential and nursing homes,
and the methodology of needs-based planning.















UNIVERSITY OF MANCHESTER

Centre for Primary Care Research

National Institute for Social Work

University of Manchester, Department of General Practice, Rusholme
Health Centre, Walmer Street, Manchester MI4 SNP
Tel- 0161 225 4214

Director: Professor D Wilkin
Expenditure 199] - 1994; £776.890

CPCR undertakes policy-relevant research in the field of
primary health care with a particular focus on general
practice. The Unit’s current themes are outcomes of
primary health care, the interface between GPs and
hospitals, and consumer views of primary health care,

Outcomes of Primary Health Care: This stream of
waork has included research on the advice and care
provided for patients through telephone contact with GPs
and practice nurses, and a survey of the provision of
primary medical care outside normal surgery hours. The
Unit has also compiled a guide 1o measures of need and
outcome in primary care for use by GPs, health service
managers and academic researchers.

Interface between GPs and Hospitals: A framework for
analysing GP referral decisions has been developed and a
computerized, annotated bibliography of published work
on the interface between primary and secondary care
compiled. Current research includes a study designed to
improve understanding of out-patient cross-referrals and
io assess clinicians” judgement; an investigation of
clinics where hospital-based specialists provide
diagnostic and/or treatment services in primary care
settings: and the development of guidelines for discharge
from long-term out-patient follow-up to the continuing
care of the GP.

Consumer Yiews of Primary Health Care: The Unit
has developed survey packs to help FHSAs monitor and
analyse consumer views on generil medical services. [i
has also conducted a survey of FHSAs, GPs, practice
nurses and patients to establish how the contractual
requirement to offer annual health checks to people over
75 years is being implemented. A further study is
examining the difficulties experienced by young GPs
during the first five years of working in general practice.

Ressarch Unit, 5 Tavisiock Place, Loadon WC1H 95N
Tel: 0171 387 9651

Director: Dr J Pahl
Expendimure 1991 - 1994: £1,351,276

The NISW Research Unit carries out research into the
organization, staffing and delivery of the personal social
services in the statutory, voluntary and private sectors,
and disseminates the resulis in ways which contribute o
developing good practice in the planning and delivery of
services. It is comminted to carrying out long-term
evaluative research, 1o bridging the divide between health
and social care, and to taking account of the views of
users and carers. The main programmes of research
concern community care, the social services workforce
and ethnic monitoring in social services,

Community Care Programme: Recently completed
work includes studies of respite services for the carers of
confused elderly people and the effectiveness of care for
frail elderly people being discharged from hospital. New
work is concerned with community care arrangements for
older peaple with dementia and with the social work
practitioners who are responsible for community care
services. Other research focuses on the development of
tools 1o assist service planners and policy makers: topics
dealt with so far include estimating admissions o
institutional care, funding residential care and social
work involvement in communily care.

Social Services Workforce Programme: Research
underway focuses on staff in the personal social services,
investigating recruitment, retention, training and career
paths. and is monitoring the response of the workforce o
the changes following implementation of the Children
Act 1989 and the NHS and Community Care Act. Other
completed studies investigated the size, nature and
training of paid staff in the voluntary sector of the social
services, and developments in training in social services,

Ethnic Monitoring in Social Services: This siudy
examined social services depariments’ development,
implementation and monitoring of services for black and
minority ethnic communities,



UNIVERSITY OF OXFORD

Childhood Cancer Research Group

University af Oxford, 57 Woodstock Foad, Oxford OX2 6H]
Tel: 01565 310030

Director: Dr G 1 Draper

Expenditure 1991 - 1994 £1,034,544

The CCRG is responsible for the National Registry of
Childhood Tumours and carries out a programme of
epidemiological stedies of childhood cancer and
leukaemia, together with follow-up studies of children
treated for these diseases.

Mational Registry of Childhood Tumours: The
Regisiry includes virtually all cases of cancer and
leukaemia in children aged 0-14 in Great Britain. The
registry is used as a basis for much of the work of the
CCRG and as a source of information for other research
workers, The registry includes notifications from the UK
Children’s Cancer Study Group (UKCCSG). The CCRG
shares with the UKCCSG office the responsibility for the
UKCCSG registry.

Analysis of Incidence: An analysis of tremds in
incidence rates for childhood cancers has been
completed. Imternational variations in incidence rates for
2 number of diagnosiic groups have been reviewed using
data obtained mainly from the collaborative study
organized by the CCRG and the International Agency for
Research on Cancer. The Group is providing data for
England and Wales as pant of an international study to
determine whether the incidence of childhood leukaemia
increased following the Chernoby] accident in 1986,

Acetiological Studies; CCRG is collaborating in a study
which includes record linkage between the National
Registry of Childhood Tumours and the National
Register of Radiation Workers in order to determine
whether there is an increased risk of childhood cancer of
leukacmia among the children of radiation workers,
Computer linkage methods have been developed w
estimate the risks of childheod cancer among specified
groups of children who may be thought to have an
increased risk. Childhood cancer records are being linked
1o birth records in order to make it possible to study the
relationship of parental age, parity, social class and
occupation to the incidence of childhood cancer,

Studies of children given vitamin K prophylaxis o
prevent haemaorrhagic disease of the newbom are being
carried out to determine whether they have an increased
risk of childhood cancer.
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Genetics: Patlerns of occurrence of cancer in siblings are
being studied and risks 1o siblings of children with cancer
will be estimated. Other studies include analyses of
familial ocourrence of retinoblastoma and of other
cancers in retineblasioma survivors; the association
between childhood malignant disease and other
conditions, eg lenkaemia and neurofibromatosis; and
childhood cancer in twins.

Analyses of Survival Rates: Trends in survival rates,
calculated by histological type, age, sex and year of
diagnosis, have been analysed,

Clinical Studies: These include collaborative studies
with paediatric oncologists on the natural history and
ireatment of various paediatric wmours, and include an
analysis of causes of death for children with non-
Hodgkin lymphomas.

Geographical Studies: These include analysis of
variations in incidence according o both place of
diagnosis and place of birth; the effect on incidence rates
of various geographical or socio-economic factors and of
environmental factors such as radon and gamma
radiation; and rates around nuclear installations and other
suspecied high-incidence sites,

Long-term Follow-up of Survivers: The proportion of
children with cancer and leukaemia who are successfully
treated has increased considerably during the past 23
years. The main objectives of this study are (o investigate
(1) the incidence of second pamary tumowrs and late
deaths, and (ii) the outcome of pregnancies among the
survivors and the incidence of congenital abnormalities
and neoplasms among their children. The occurmence of
such effects is being analysed in relation to the original
umour type and to the radiotherapy and chemotherapy
used in wreatment. A pathology registry for double
primary tumours has been established.

Health Service Research: CCRG has carried out a
number of studies and reviews to compare treatment
oulcomes for patients treated at specialist and non-
specialist centres. The studies ane being extended 1o
inclede adolescents and voung adults in addition 1o
children.






























