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Executive Summary

“Filling the Gaps” is part of the wider Scottish Neighbourhood Statistics (SNS) programme that aims to bring together small area data on a wide range of issues such as housing, health and education.  Within the potential SNS dataset a number of ‘gap sites’ including disability were identified.  This report examines definitions of disability and investigates current and potential indicators of disability from a variety of sources. 

· Although disability is difficult to define and measure it is critical to do so for reasons of policy, service provision and planning.  

· Traditionally definitions have generally reflected two ways of thinking based on either the individual (sometimes called medical) model or the social model of disability.  ‘Individual’ definitions focus on the person and their impairment and functioning, whereas social definitions emphasise the restriction imposed upon the person by their social and physical environment.  

· A combination of the Disability Discrimination Act (DDA, 1995) and International Classification of Functioning, Disability and Health (ICF, 2001) definitions of disability best reflect a broader understanding of disability.

· Personal definitions of disability are likely to vary.

· Several definitions of disability are in use in Scotland.  These are based mainly on ‘capacity to perform’ or ‘loss of function’ assessments that are common to everyday experience and to the individual model of disability.

· There is no single definition of disability that is used to measure the prevalence of disability in Scotland, as the counts and definitions are dependent upon the purposes of the measurement.  Therefore, a lack of comparability between definitions and limited data makes it difficult to gather and assess baseline information on disability.

· In the collection of disability data, a clash between the individual and social definition and measurement of disability is likely to continue due to the varying organisational and policy requirements of disability data.  

· Where individual indicators of disability can be gathered these tend to be based on simplistic counts that tell only part of the picture.  For a more comprehensive measurement of disability, a combination of individual and social type indicators is needed: a multi-dimensional approach.  This can be achieved through the use of both quantitative and qualitative data gathered from government departments, relevant agencies and surveys.  

· Data on disability gathered from administrative sources such as government departments are a result of service provision or entitlement to particular benefits.  These data can be used to identify patterns and movements over time but do not tell us why such changes exist or about personal experience.  Administrative data offer a starting point on which to investigate the more contextual and difficult to measure aspects of disability.  Data on those people who are not claiming particular benefits or receiving services cannot be gleaned from administrative sources.

· Indicators of disability that reflect the social model are likely to be gathered from interviews, discussion groups or observation, with surveys providing a means of population identification.  

· Measurements of disability that mirror the social model of disability are few and far between and are based on small samples.  Examples include the recent DWP survey on attitudes towards and experiences of disability and the Scottish Executive survey on attitudes towards mental health and well being.

Recommendations

Recommendation 1 - Definitions

Awareness of the focus and limitations of particular disability definitions is more important than the proposal of a single disability definition.  However the use of the DDA (1995) and ICF (2001) definitions are recommended, as they are the most well known policy definitions.  It would be unwise to muddy the waters with further definitions.  A combination of the DDA and ICF definitions best mirrors a broader understanding of disability.

· DDA: “a physical or mental impairment which has a substantial and long term adverse effect on his/her ability to carry out normal day to day activities”

The DDA definition reflects the individual model of disability as the emphasis is on impairment and ‘normal’ functioning.  It does not consider contextual factors such as physical or social barriers.
· ICF: “an umbrella term of impairments, activity limitations or participation restrictions”
The ICF definition represents a more rounded view of disability due to its recognition of impairment and environmental factors.

These two definitions are not stand alone terms.  They are both accompanied by valuable information that describes their background and practical usage.  This information should also be considered when deciding upon which definition to use.  

Recommendation 2 – Available Indicators

The use of indicators from administrative data like counts should be recognised as such in that they are limited in what they tell us.  The same can be said for quantitative data from the Scottish Household Survey.  In the short term though, these are available and are outlined in Appendix 1.  

Recommendation 3 – Social Model Indictors

In the longer term, the addition of social model questions and in depth interviews (qualitative data) in respect of Scottish surveys or combined with administrative data would provide more comprehensive information on disability.  

Recommendation 4 – Multi-dimensional approach

A multi-dimensional approach to quantifying disability that encompasses individual and social model indicators provides a more complete measurement of disability.  A contextual framework based on the ICF (2001) or Whiteneck et al (1997) models offers a practical foundation for this.  These frameworks can be applied across all ages, ethnicities and sectors including health, welfare benefits, legislation and education. 

Recommendation 5 – Data standardisation

The standardisation of disability data and improved joint working amongst agencies such as government departments and voluntary organisations would help to increase comparability and validity of information.  

Recommendation 6 – CMR data

Expanding the coverage of the CMR (Continuous Morbidity Recording) data would generate smaller area estimates on the prevalence and incidence rates for specific conditions.  It should be noted however that an indicator of this type would reflect the individual model of disability.

Recommendation 7 – National registers

National registers like the proposed Learning Disability Register would enable partnership data on disability to be collected.  The data should also include information on barriers and facilitators in everyday life (environmental factors) together with complete demographic details including ethnicity.

Recommendation 8 – Employment monitoring

Establishing the systematic collection, monitoring and evaluation of data in relation to people with disabilities employed by large public sector organisations such as local authorities and health services. This information would allow the composition of workforce to be examined and ultimately determine whether policies and practices to ensure equal opportunities are effective.

Recommendation 9 – Direct Payments monitoring

The close monitoring of Direct Payments should be undertaken to examine the uptake of the new scheme amongst users and non-users and in the type, quality and supply of services purchased.

Preface

This section is intended to provide the reader with relevant background information to the ‘Filling the Gaps’ project.

In 1998, the Social Exclusion Unit
 produced a report that highlighted the lack of knowledge that exists about deprived neighbourhoods. To evaluate the effectiveness of interventions it was accepted that the establishment of baseline information on deprivation and social conditions of neighbourhood areas was important. 

As a result, the Policy Action Team 18 (PAT 18)
 was asked to consider the scope for a coherent cross-government strategy to get more up-to-date information on deprived areas, and collect more of it on a consistent basis. PAT 18 recommended that a set of standard Neighbourhood Statistics covering the social exclusion characteristics of a neighbourhood should be pulled together annually, led by the Office for National Statistics. 

A Scottish version was established in 2001, with the advent of Scottish Neighbourhood Statistics (SNS)
. SNS aims to collate information on health, education, poverty, unemployment, housing, population, equalities, and social/community issues, for the smallest areas possible such as unit postcode but provided at a range of aggregated higher levels.

Gaps in the planned dataset were identified (by the former Public Health Institute of Scotland (PHIS), now NHS Health Scotland), namely: disability; wellbeing at a community and individual level; and social capital. The Scottish Executive (through SNS) therefore funded a one-year project at PHIS, looking at how to collect reliable and sustainable indicators of the aforementioned areas. This is the ‘Filling the Gaps’ project, which will be completed by September 2003. The final reports and additional supporting documents are available from the PHIS website.

Introduction

The purpose of this report is to summarise the findings from the one year project “Filling the Gaps: Indicators of Disability”.  The aims of the project were to:

· propose a working definition of disability

· identify current indicators of disability available at small area levels (preferably local authority or postcode sector) and

· suggest areas where further relevant and sustainable indicators could be collected

In carrying out this study, an introductory report on disability was undertaken and this highlights the main discussions around disability and the resulting issues of definition and measurement.  A list of disability indicators is also provided.  These documents are available from the PHIS website.

Disability is not something that can be measured simply like births, deaths and marriages.  It is often invisible, people may move in and out of disability and individuals may have more than one impairment (see introductory report for more information on impairments).  In fact Zola cited in Albrecht (2001) states that disability is “a set of characteristics everyone shares to varying degrees” and that attempting to calculate the size of the population who have a disability is pointless.  Nevertheless, although disability is difficult to measure it is critical to do so for reasons of policy, service provision and planning.

Information on disability takes in a wide range of concepts, definitions, data and personal experiences.  It is no easy task to measure these data reliably and sustainably.  Subsequently, there is a lack of reliable baseline disability data in Scotland.  

A figure of around 800,000 disabled adults in Scotland is often quoted and this is based on the 1999 Labour Force Survey question that asks, “Do you have any health problems or disabilities that you expect will last for more than a year?"  More recent figures from the 2001 Census show that 20%, around one million people in Scotland, have a “long-term illness, health problem or disability that limits their daily activities or work”.  In terms of people of working age the number stands at around 16% of the population.

These figures represent a sizeable proportion of people and with an ageing population it is likely that the number of people facing disability will increase in the coming years.   Hence, disability is a key issue for policymakers although its definition is regularly contested.

Models, Definitions and Measurement

Defining disability is complex as there are many differences based on various theoretical models, statutory classifications and individual perspectives.  Definitions are likely to change over time and no single definition will suit everyone or be appropriate for all circumstances.  It is difficult to define such a complicated subject matter and present a single and all encompassing definition.  Riddell and Banks (2001) explain that much disability related data in Scotland is based on competing definitions of disability and this makes it problematic in comparing information from various sources.  

Individual and Social Models of Disability

Traditionally definitions have generally reflected two ways of thinking based on either the individual (sometimes called medical) model or the social model of disability. The individual model views disability as an impairment of the body.  For example, a defective limb or organ, an individual problem, a tragedy and something to be overcome with the aid of professional staff.  This model was the dominant perspective in disability until the 1960s and 1970s.  

On the other hand, the social model of disability does not deny that disability exists but reverses the emphasis away from the individual towards society and its collectively disabling attitudes and environmental aspects.  The social model and extensions of it are the recommended perspective by many disability writers, activists and organisations.  The Joseph Rowntree Foundation (2002) state that “all projects should be located in, or draw upon, the social model of disability or other social models (some of which have yet to be developed)” and Oliver (1990) urges that everyone must work together on the issues of disability within the parameters of the social model.

The main difference between the individual and social models of disability concerns the shifting balance of power (Johnstone, 2001).  The social model views the opinion and voice of the disabled person as paramount to achieving basic rights and full participation in society, whereas the individual model focuses on rehabilitation of the person by providing treatment and services as required.  

Criticisms of the social model often focus on the issues of impairment and personal experience.  Authors such as Crow (1992) point out that “an impairment such as pain or chronic illness may curtail an individual’s activities so much that the restrictions of the outside world become irrelevant”.  A barrier free environment may be of no concern to someone who suffers from chronic fatigue or agoraphobia.  A 2002 Department for Work and Pensions (DWP) study found that just 18% of those with a disability classed themselves in good health, compared with 62% of non-disabled people.  

As mentioned above, there are several definitions of disability and these are found across different sectors such as legislation, education and welfare.  In addition, there are definitions that further define particular groups of people, such as those with learning disabilities or mental health problems.  These further definitions are required to establish specific entitlement and needs in relation to services and support.  This report mainly concentrates on general definitions of disability but background information on particular impairments can be found in the Introductory Report.

Definitions

ICF - In 2001, the World Health Organisation (WHO) revised its categorization of disability and health to reflect a joint ‘biopsychosocial’ classification, with the objective of providing a “coherent view of different perspectives of health from a biological, individual and social perspective”.  

The International Classification of Functioning, Disability and Health (ICF), 2001 now defines disability as “an umbrella term of impairments, activity limitations or participation restrictions”.  Environmental (physical, social, attitudinal and personal) factors that interact with functioning, activities and participation are all considered.  The ICF classification aims to provide a more rounded picture of environmental factors that are facilitating or restricting to the individual.   For example:

· the natural environment - climate, light and sound

· support and relationships – family, friends, authority figures and health professionals

· attitudes – individual attitudes of family, friends and societal attitudes

· services, systems and policies – in housing, communication and social security

· personal factors – lifestyle, habits and social background

The ICF moves the focus away from illness and mortality towards how people live and interact in their helpful or hindering environment. This classification provides a framework on which environmental factors can be quantified in all areas of life including employment, housing and social relationships.

DDA - Disability as defined by the Disability Discrimination Act (DDA, 1995) does not take into account contextual factors.  The DDA defines disability as “a physical or mental impairment which has a substantial and long term adverse effect on his/her ability to carry out normal day to day activities”.  This definition mirrors the individual model of disability with an emphasis on impairment and ‘normal’ functioning of the individual such as mobility, understanding or speech and so on.

Although part of the DDA is about definition, there are another eight sections to the legislation and these cover practical matters such as discrimination in employment, access, education and transport.  

Welfare - Other functional assessments of disability are used in the area of welfare benefits.  The Department for Work and Pensions (DWP) does not use classifications or definitions of disability for people in receipt of Disability Living Allowance (DLA) or Attendance Allowance (AA).  Benefits are paid to people who require help with personal care and/or help with getting around.  For instance, a person may need help with walking, cooking a meal or care during the night.  Some claimants of DLA or AA may be asked to undergo a medical examination but most claims are decided by Disability Benefit Centres on assessment of completed applications.  Other social security benefit entitlement such as Incapacity Benefit (IB) is based upon a person’s ability to work.  The individual may have to undertake a Personal Capability Assessment (PCA) that is certified by a medical practitioner.  This involves a physical and mental health test. The practitioner rates how well the person completes tasks, carries out activities of daily living, copes with pressure and how well the individual interacts with other people.  The PCA also sets out what a person can do despite their medical condition or disability.  

Community care – Assessment for community care services such as day care, domiciliary care or special needs housing are based on the ‘need’ of the person or family.  These individual needs can be assessed in discussion with social work services and in conjunction with health and voluntary agencies.  An abundance of legislation including the DDA 1995 surrounds social work and health service areas, with agencies working to different definitions (Social Care and Data Standards 2003).  A person with a disability is defined in law as: 

Social Work (Scotland) Act 1968: “Persons suffering from illness or mental disorder (as defined by Section 6 of the Mental Health (Scotland) Act 1960), or substantially handicapped by any illness or disability”.

NHS and Community Care Act 1990: This Act uses the definition from the Disabled Persons (Services, Consultation and Representation) Act 1986, which refers to the definitions in the above Social Work (Scotland) Act 1968 and the Children (Scotland) Act 1995.

Children (Scotland) Act 1995: “Children who are chronically sick or disabled or suffering from mental disorder (within the meaning of the Mental Health (Scotland) Act 1984” (recently updated in Mental Health (Care and Treatment) (Scotland) Act 2003
.

These three definitions all reflect the individual model of disability with the disability located in the person.  No account is taken of the environmental context.  

Blue Badge - Figures on the number of people with disabilities who hold a blue (previously orange) parking permit are available by local authority in Scotland.  This scheme provides a national arrangement of parking concessions for people with disabilities who travel either as drivers or passengers.  In order to qualify for a permit the person must meet one of several functional or impairment based criteria.  For example: be in receipt of the high rate of the mobility component of DLA; be registered blind; have a severe disability in both upper limbs, regularly drive a motor vehicle but cannot turn the steering wheel of the vehicle by hand even if that wheel is fitted with a turning knob or; have a permanent and substantial disability making it impossible or very difficult to walk.  

School education – At the moment definitions used in school education concentrate not on disability but instead on the ‘special educational need’ (SEN) of the pupil. “Children and young persons have special educational needs if they have a learning difficulty which calls for provision for special educational needs to be made for them” (Education Scotland Act, 1980).  Not all children with disabilities have special educational needs (SEN), and not all children with a SEN have disabilities.  The Individual Pupil Record (all children have one of these) used in the school census records the main difficulty in learning such as, significant hearing impairment, significant physical or motor impairment, social emotional and behavioural difficulties or specific learning difficulty and whether or not the pupil has an Individualised Education Programme 
(IEP).  
The Scottish Executive is currently redefining special educational needs in order to reflect more inclusive and integrated policies for education and other children’s services.  Research is also underway in the Scottish Executive that may result in a ‘disability’ field being added to the school census in 2004 (Personal communication with Scottish Executive, 2003). 

Higher education - Students in Higher Education (HE) are now recorded as disabled if they are in receipt of Students Disability Allowance (SDA).  In previous years, the student had to be registered as disabled.  However, there are a great many students who are not in receipt of SDA and students are not obliged to report a disability.  Where disability is recorded, students do so on the basis of self-classification.  Examples include dyslexia, blind/partially sighted or mental health difficulties. Students in Further Education (FE) do not qualify for SDA.

Further education - A report by the Scottish Further Education Funding Council (2002) explains that the differing nature of provision in HE and FE means that there is one group of students who are predominantly to be found in the FE sector.  These are students who have special educational needs and in the FE sector they may be enrolled upon specific programmes.  In 2002, there were around 28,000 enrolments on these programmes and around half, for whom the information is available, are recorded as disabled.

Census – The 2001 Census asks a self-assessed combined question on illness, health problems and disability.  The aim is to gather small area population estimates on the numbers of people whose activities or work are restricted due to an illness, health problem, disability or old age.

So it can be seen that there are several ‘definitions’ of disability in use in Scotland in various sectors and these are based mainly on functional and impairment assessment categories.  However, in the area of school education the emphasis is placed upon the main difficulty in learning although a newer ‘disability’ field may be added in the future.

In short, there are a number of ways in which a person is deemed to be ‘disabled’ and these tend to be based on the concepts of ‘capacity to perform’ or ‘loss of function’ that are common to everyday experience (Fujiura and Rutkowski-kmitta, 2001) and reflect the individual model of disability.  

Measurement of disability

There is no single definition of disability that is used to measure the prevalence of disability in Scotland, as the counts and definitions are dependent upon the purposes of the measurement.  The DDA definition, whilst reflecting the individual model of disability, is continually under review by the Disability Rights Commission (DRC)
.  The ICF (2001) definition does begin to consider the link between disability and contextual factors reflecting the social model perspective.  

A combination of the DDA and ICF definitions best mirrors a broader understanding and definition of disability.  

Where figures on disability can be gathered, these basic indicators tell only part of the picture.  And a subjective topic such as disability cannot be calculated in such a one dimensional manner.  Measurements of disability that mirror the social model of disability are few and far between.  In order to provide a more adequate measure of disability and chronic illness in society, it is important to be able to measure the occurrence and severity of impairments as well as the surrounding contextual factors.  This is reiterated by Altman (2001) in her speech at the United Nations International Seminar on the Measurement of Disability when she explained that “..it is not enough to successfully count people with disabilities…one must monitor environmental adaptation, political and cultural environments, disease and injury patterns”.  

It is therefore essential to use both quantitative and qualitative data in attempting to measure disability.  A combination of data reflecting an integration of the individual and social concepts of disability that draws on data from government departments, relevant agencies and surveys would help to provide a fuller representation.

Data Sources

Typically data on disability from administrative sources such as government departments are a result of service provision and entitlement to particular benefits.  These data can be used to identify patterns and movements over time but do not tell us why such changes exist or about personal experience of disability.

For the purposes of small area indicators on disability, benefits data such as Disability Living Allowance (DLA) and Incapacity Benefit (IB) are a source of basic disability indicators.  DLA claimants can further be broken down into those who are entitled to the care, mobility or care and mobility components.  Administrative data are cost effective, standardised, cover large populations non-intrusively and demographic details are usually available.  However, the completeness and accuracy of the data is vital.  It is also important to emphasise that demographic details should, as a matter of course, include ethnicity along with age, gender and address details. 

Data such as these provide basic counts but can offer a starting point on which to investigate the more contextual and difficult to measure aspects of disability.  Benefits data alone will only reflect the individual model of disability.  In addition, not all of those people eligible will claim benefits and not everyone who claims will receive them.  This is influenced by subjective assessments and judgements, often made by medical representatives on behalf of government agencies.  Therefore, an indicator such as this is limited to those who are in receipt of certain benefits.  

Other disability indicators that can be gleaned from administrative sources include those from medical information systems
 such as Continuous Morbidity Recording (CMR), Practice Nurse information or Amputee data.  

CMR data can highlight the prevalence and incidence rates for specific conditions.  For example, diabetes and stroke but the data are not (currently) available at low level areas such as local authority or postcode sector because the sample size is too small.  The lowest level so far is Deprivation Category.  The CMR system collects primary care data from approximately eighty GP practices and the data are recorded electronically.  

Under a new initiative, which builds on CMR, Practice Team Information (PTI) is being collected from practice nurses, community nurses and health visitors.  Information to be gathered focuses on activities such as blood pressure monitoring, changing of dressings and recording of cholesterol levels.  Work on this is continuing through the Electronic Community Hospital Information Project (e-CHIP) and it is hoped that by 2004 around 55 practices will have PTI, many of which will also have corresponding CMR data.

The Scottish amputee data supplies information on the level and cause of amputation along with demographic details including postcode.  An extra code has recently been added to identify asylum seekers and refugees many of whom are now residing in Scotland.

Plainly, these three indicators are once again a reflection of the individual model of disability and take no account of the wider environment.  The recording systems have been set up to enable the collection and analysis of standardised clinical data.  Another important factor, as explained by Capability Scotland (2001), is that “many disabled people are not ill and have no medical condition causing or linked to their disability”.  Therefore, individuals who have no current illness or medical condition will not be included within these medical systems even though they may be ‘disabled’.

As mentioned above, indicators of disability that illustrate the social model are limited and it is hard to quantify personal experiences, attitudes and the accessible environment, particularly at small area levels.  Nonetheless, social model indicators of disability are likely to be gathered from interviews, discussion groups or observation, with surveys providing a means of population identification.

The limited coverage of certain groups in surveys including children, ethnic minorities and older people can be tackled through over sampling.  Surveys are expensive, time consuming and resource intensive to undertake but longitudinal surveys allow for the monitoring of respondents over time to see what changes, if any, have occurred.  However, for planning and policy reasons, survey data does not have the ability to obtain reliable data for small geographic areas.  An outline of available surveys is provided in Appendix 4.

The Scottish Household Survey (SHsS) which commenced in 1999, is the largest survey undertaken in Scotland with a sample of around 62,000 households.  Results are available at local authority level and the topics covered are wide ranging.  Included within the survey is a question on “whether anyone in the household has a long-standing illness, health problem or disability that limits their daily activity or the kind of work that they can do” and from 2001, respondents are also asked to give a description of their condition.  Survey questions rely for the most part on individual perceptions of disability.  However, questions like these are not social model indicators although they do form a preliminary basis on which to ask more detailed questions such as:

· What is it like living with diabetes/a learning disability/mental health problems? 

· What support is available and what helps – practically and emotionally?

· What day-to-day issues arise?

· How involved do you feel in decisions about your condition?

· In what ways does the environment help or hinder you?

· How do other people’s (friends, family and professionals) attitudes affect you?

· How much pain do you have, how do you manage it and how does it affect you?

Questions similar to these can be found in smaller studies.  Examples include a diabetes report by Partners in Change “Hearing the Voices of People in Scotland who have Diabetes” (2002), the Scottish Needs Assessment Programme (SNAP), 2000 on Multiple Sclerosis and disability research conducted by the Joseph Rowntree Foundation. 

The SHsS also asks respondents about issues relating to the provision of adaptations and who and how often care is provided for a disabled household member.  However there is no opportunity for the respondent to elaborate on these issues within the confines of the survey.  Iezzoni (2002) points out that the use of adaptations is the “quintessential visible symbol of disability, at least from a societal perspective”. 

The Scottish Health Survey (SHS) was last undertaken in 1998 and fieldwork has now started on the 2003 survey.  The 2003 sample size will be around 14,000 respondents but information will only available at ‘health region’ level.  The SHS aims to monitor health and the prevalence of particular conditions such as cardiovascular disease, respiratory disease and mental health problems.  Respondents (adults and children) are asked about their general health and whether they have a “longstanding illness or disability and acute sickness”.  They are then asked about the nature of their condition including its effect upon their activities.

As with the administrative data, the SHsS and SHS identify basic indicators of those people with a ‘limiting long-standing illness, health problem or disability’ and counts of particular medical conditions.  What is needed then, to reflect social model disability indicators, is a more in depth interview or discussion with those particular respondents.   

A study “Disabled for Life? Attitudes Towards and Experiences of Disability in Britain” was undertaken by the Department for Work and Pensions (DWP) in 2002 and is to be repeated in 2003.  This study incorporates both quantitative and qualitative methods using in depth interviews, discussions groups and a face-to-face survey.  Disabled and non disabled people are surveyed.  Although the size of the sample is relatively small (2064 respondents for the survey, around 20 discussion groups and 35 interviews) social model indicators are covered by concentrating on the interaction of individuals with their social and physical environment.  Topics include peoples understanding of disability, attitudes, personal and social lives, education, training, employment and access to good and services.  

Attitudinal indicators were tested a short time ago in the Scottish survey “Well? What Do You Think? Public Attitudes to Mental Health, Wellbeing and Mental Health Problems” (2002).  Around 1,400 interviews were conducted in order to: 

· assess peoples understanding of mental health and wellbeing

· explore experiences and perceptions of mental health problems

· investigate sources of information on mental health issues and

· consider attitudes towards mental health problems and people who suffer from them

A similar survey was conducted in 1999, by the Scottish Executive on the public’s attitudes to learning disability.

Capability Scotland, the largest disability organisation in the country, regularly carry out surveys from a panel of approximately 500 disabled people, their families and carers on the more contextual issues surrounding disability.  Recent studies have included issues on financial security, additional costs of disability, social exclusion, benefit entitlement and unemployment.

Studies such as these form a foundation in attempting to gauge and monitor trends and important issues in the wider context, rather than focusing predominantly on counts of impairment and functionality.  As a way of taking into account contextual factors Whiteneck et al (1997) outline a useful framework for individuals and organisations.  They ask:

· Accessibility – can you get to where you want to go in terms of physical access?

· Accommodation – can you do what you want to do in terms of equipment, services or modifications?

· Resource availability – are your needs met in terms of the availability and provision of services and resources in respect of the individual?

· Social support – are you accepted by those around you in terms of the attitudes and prejudices and support of others?

· Equality – are you treated equally in terms of the degree to which the policies and regulation of governments and institutions insure equality of opportunity?

These environmental characteristics form a useful basis for evaluating the social and physical environment and are applicable to each person’s situation.  All of the five domains can be assessed on a continuum ranging from restrictive barriers to inclusive facilitators.  This structure does not base itself on just one aspect of disability such as medicalisation but instead encompasses all areas of day to day living.

The measurement framework in Table 1 below summarises how disability can be measured recognising that there may be some overlap between the various factors.

Measurement Framework

	Measurement

Basis
	Data Type


	SURVEY DATA

EXAMPLES
	ADMINISTRATIVE DATA

EXAMPLES

	Illness or impairment
	Count of conditions and proxy for severity
	Scottish Household Survey

Scottish Health Survey

Census


	CMR (Continuous Morbidity Recording)

Child Health Surveillance

Students Disability Allowance

Registration of Blind and Partially Sighted Persons

	Functional or activity
	Count of activity/inactivity and proxy for severity
	Scottish Household Survey

Scottish Health Survey


	Disability Living Allowance

Incapacity Benefit

Blue Parking Permits

	Environment
	Qualitative -  

Including experiences, perceptions, policies, culture, facilitating or hindering barriers, lifestyle, ethnicity, social background, resources and so on.


	Disabled for Life? Attitudes Towards and Experiences of Disability in Britain (DWP)

Well? What Do You Think? A National Survey of Public Attitudes to Mental Health, Well Being and Mental Health Problems (Scottish Executive)

Hearing the Voices of People in Scotland who have Diabetes (Partners in Change)

Children’s Experiences of Disability: A Positive Outlook

(Scottish Executive & University of Stirling)


	Future Developments

Social Work systems may be able to provide a mix of qualitative and quantitative data.

Large public and private sector organisations may be prospective sources of integrated data on employment related issues.




Table 1

There are positive attempts to gather social model indicators of disability through the studies mentioned above but these are only a starting point.  In time, as the DDA (1995) is implemented and peoples perceptions of disability change, more recognition of disability in its widest sense may help to establish larger projects.  In practice, there is no single disability indicator that can provide complete data on the disability experience and if disability is to be measured more completely then a multi-dimensional approach should be taken.  

In the short term, indicators of disability that are currently available are outlined in Appendix 1 although the majority of these represent the individual assessment of disability.  Examples include claimants of Incapacity Benefit, Disability Living Allowance and Attendance Allowance.  These are all available from the Department of Work and Pensions at local authority and ward level.  

Other examples of indicators include the number of sheltered housing dwellings for disabled people provided by local authorities, the number of disabled children looked after (by type of disability) and the number of people registered blind or partially sighted (although around a third of those eligible are registered).  These three indicators are available at local authority level and come from annual local authority statistical returns to the Scottish Executive.  

Indicators from the SHsS are available at local authority level, where numbers allow.  Examples include data on the financial position of households with a long-standing illness, health problem or disability; activities found difficult by adults with any long-standing illness, health problem or disability and; whether anyone in the household needs help or care.

In relation to community care statistics, work is underway to collect anonymised individual client data as part of the SNS dataset.  Information will be gathered from Home Care, Day Care and Care Homes on topics like hours of care provided, type of care and providers of care by client group and postcode.  The client groups include those over 65, adults with learning disability, physically disabled adults and carers.  It is likely that partial data by postcode will be available for 2003 with more comprehensive information being produced for 2004.  

Future Developments

As Alder and Hendershot (2000) explain “Disability measurement is evolving and we are catching up”.  There are other potential sources of disability indicators such as social work systems that could provide more complete indicators.  However at the moment, due to reasons of non-standardisation of coding, incompatibility of systems and workload issues, comparable and reliable data are not available across local authorities in Scotland.  These systems would be an excellent source of quantitative and qualitative data because of inter- agency working with housing, education and primary care but it is not realistic to assume information will be available in the short term, particularly as work is on-going in the area of the Social Care Data Standards (SCDS) project.  

The SCDS project was set up in 1998 and its main aims are to:

· Produce a data standards manual for social care, including definitions for key terminology (such as disability and sub-groups like learning disability), standard classifications and code lists

· Ensure consistency between social care data standards and those being developed for related health and educational information

· Support ‘e-Govt’ initiatives in social care by developing appropriate data standards and electronic data exchange protocols

Phase I of the project has been completed and work is continuing to finalise the data standards manual.  Phase II will begin shortly and this will build on the initial objectives.

In the field of learning disability, the review “The Same as You?” (2000) recommended that local registers should be set up between local authorities, NHS Boards and primary care trusts.  These registers will allow planners to know how many people have learning disabilities or more complex needs in their area, how many people use their services, how much services cost, how well different service options work across areas and what people think of them.  

The Scottish Consortium for Learning Disability (SCLD) is at the forefront of implementing the recommendations of The Same As You? including the development of learning disability registers.  The learning disability register project is in its early stages and will begin with a pilot study across four local authorities (Dundee, Glasgow, South Lanarkshire and the Western Isles).  These local authorities were chosen, as some data on people with learning disabilities is already available.  The pilot will look at how data are collected and stored, data standards and the issue of anonymity.  The register project is part of the wider eCARE initiative that is investigating the sharing of information across government departments. 

In relation to Child Health data there are four systems recording this information in Scotland: Pre-school, School, Special Needs and the Standard Immunisation and Recall System (SIRS).  Of these systems, the Pre-school data are the most developed with ten out of the fifteen NHS Boards using the Pre-school form.  The child’s health is reviewed six times before starting school.  Each form is given a unique identifier and there are an abundance of fields that can be completed including postcode sector, health board area, council area, GP practice (potentially allowing data collection at small area levels), health care issues, parental concerns, developmental observations, special needs and impairments.  

However, not all the Boards have been using the form for the same length of time and there is no definite timescale for the remaining five boards making use of the form.  In addition, not all the fields on the standardised form have to be, or are completed.  Although in the main this type of information is health based, there is an opportunity to collect background information on issues like housing and social circumstances.  

Work is also underway on the Scottish Special Needs System.  This system is used by around 50% of NHS Boards and is designed to gather details of assessments on children carried out by paediatricians at community health care departments.  The SN system records information on diagnoses, problems, multiple impairments and services and professionals in contact with the child.  However adding a child’s name to the system is voluntary and requires parental consent.  The system may not include the names of children with impairments who do not need regular assessment or treatment and so some child details may not be included.   (Social Care Data Standards Project, 2002).

In relation to how special needs data is collected within each NHS Board the Child Health Information Team is working on a project that is auditing the effectiveness of the Special Needs System.  Five conditions have been outlined as a basis for this: autism, cerebral palsy, sensori-neural hearing loss, neural tube defects and Down’s syndrome.  The project will establish which methods, if any, are used for collecting special needs data and will recommend ways to improve data collection processes (ISD, 2003).

Another indicator that may supply beneficial data in the next few years relates to Direct Payments (DPs).  DPs allow disabled people to have more control and freedom over their own lives, in their homes, at work and socially.  A DP is a payment made to a person who has a community care or housing support need (aged 16 or over) by their local authority.  Social work departments give the cash directly to the person who can then arrange their own care or support as required.  

A DP indicator could potentially monitor the types of services individuals are using, the extent to which some services are provided across authorities and identify those people who are, or are not, making use DPs.  DPs have been available from 1997 but the uptake by many local authorities has been slow and the number of DP clients limited.  Since June 2003, local authorities have had a duty to offer DPs to all eligible people instead of providing services that may not best meet individual needs.  This allows people who wish to take up DPs to have more control and flexibility over their own lives, moving away from the traditional individual model of disability where services are directed and provided by those in authority.

A further source of potential data on disability comes from voluntary organisations who collect a range of data on their information systems and regularly carry out ad hoc studies pertinent to their field.  Then again, there is no standardisation of data amongst organisations and even the most rudimentary details such as postcode, ethnicity, gender and age may not be gathered.  Variations occur too in the length of time the information has been collected, how often it is collected and also the geographic coverage involved.  

Voluntary organisations vary greatly in size, resources, membership and in the type of service they provide.  For example, policy and legislation, respite care, information and advice or multi-functioning establishments and so on.  Practically speaking, it would be difficult to bring together data from different organisations due to the diversity and lack of conformity in what is collected.  Appendix 3 outlines a range of data collected by voluntary organisations. 

Large public and private sector employers are prospective sources of data on the employment circumstances of disabled people.  For example, terms and conditions of service, type and grade of post, promotion opportunities, retention and so on.  Figures from the Scottish Executive’s Annual Equality Report (2003) show that in 2001, 32% of disabled people were in employment compared to 79% of non disabled people.  It is widely accepted that those people with learning disabilities or mental health problems are even less likely to be in employment.  

At the moment, figures on the proportion of disabled people employed in organisations such as local authorities and NHS boards are not collected, monitored or evaluated in a systematic fashion although there are some exceptions to the rule.  It is up to an individual whether to disclose an impairment or condition and there may be no benefit in doing so.  However, without information of this type it is impossible to determine if action taken through equality policies is actually effective.  

Legally, statistics reflecting basic data on the proportion of disabled employees do not, as yet, have to be collected.  This may change however as the Secretary of State for Work and Pensions announced this year a draft Bill on taking forward a number of gaps in the DDA.  

A system to monitor the success in recruitment (and retention) of people who have experienced mental health problems is in operation at South West London and St George’s Mental Health NHS Trust.  Established in 1995, The ‘User Employment Programme’ has been successful in developing ways in which employment can be made available to those people who have experienced mental health problems.  The Trust is close to achieving a target of 25% of its workforce having experienced mental health problems, similar to the figure in their surrounding community.  Comprehensive monitoring and evaluation of the programme is central to its success.  

Finally, the use of survey data to collect information on the social and physical environment is currently limited to small sample sizes.  One way of obtaining smaller area information would be to carry out in depth interviews with those identified as ‘disabled’ from surveys like the Scottish Household Survey.  Questions and discussion should then be based around issues such as experiences of accessibility, social support, attitudes, systems and policies, personal factors and so on, instead of focussing solely on activities and conditions.  This would enable investigation into barriers and facilitators within the environment as a whole, drawing out repeated concerns and examples of good practice. 

Conclusion

Disability is difficult to define and measure.  This is due to the various models, statutory classifications and personal and organisational viewpoints surrounding disability.  However in order to provide information for policy, service provision and planning it is vital to be able to gather information on disability in its widest form. 

In Scotland, there is no single definition that is used to measure disability as definitions are based on varying legislation and information or service requirements of the organisation or survey.  Definitions tend to reflect the ‘capacity to perform’ or ‘loss of function’ assessments that are synonymous with the individual model of disability.  Examples include those used in legislation and in determining entitlement to benefits.

A combination of the DDA (1995) and ICF (2001) definitions best illustrate a broader understanding of disability as this incorporates viewpoints from the individual and social models of disability.   It is important that the focus and limitations of particular definitions are understood and that consideration is given to supporting documentation surrounding any chosen definition.  The Disability Rights Commission (DRC) is able to recommend revisions to the DDA and this may in the future lead to an acknowledgement of wider contextual factors as has happened with the ICF classification.

Whilst some data on disability can be gathered from administrative sources this information is only a starting point on which to investigate the more contextual and difficult to measure aspects of disability.  It should be remembered that government and medical administrative systems have not been set up to measure disability but rather to enable the collection and analysis of standardised data on claimants and prevalence of conditions.  There will be ‘disabled’ people who are not included within these systems.  

Disability is no longer considered to be simply a reflection of an individual’s impairment or functioning.  The physical and social environment also plays a large part in acting as a barrier or facilitator in individual lives.  Therefore in order to measure disability in a more holistic manner, attention must be given to indicators that reflect the social model of disability.  However, as Fujiura and Rutkowski-kmitta explain (2001), social model indicators are limited and even unexplored on a large scale.  This situation is reiterated in relation to Scottish data whereby the majority of available indicators are based on the individual model of disability.

The DWP survey ‘Disabled for Life? Attitudes Towards and Experiences of Disability’ (2002) and the Scottish Executive’s survey on ‘Public Attitudes to Mental Health, Well Being and Mental Health Problems’ are two recent sources that reflect social model indicators.   However, work needs to be continued in this area perhaps by increasing Scottish sample sizes, adding relevant ‘social’ questions to the Scottish Household Survey or Scottish Health Survey and by carrying out in depth interviews that will reveal relevant qualitative data.

A multi-dimensional approach to measuring disability, one that incorporates both individual and social disability indicators, and quantitative and qualitative data should be used to measure disability as this provides a fuller representation.  Information collected using the ICF (2001) or Whiteneck et al (1997) multi-dimensional frameworks would help to decrease poor reliability and validity of information.  As stated by Madden et al (2003) “Without a common conceptual framework we are left with only bits and pieces of unrelated data”.
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Appendix 1 – Indicators

	Indicator
	Availability
	Source
	Geographical Coverage
	Date of first collection
	Frequency of collection
	Other comments

	EDUCATION
	 
	 
	 
	 
	 
	 

	Number of disabled pupils at school enrolment
	NO
	Not available. Not collected by School Census.
	n/a
	n/a
	n/a
	Rosemary Nelson at SE Educ Dept for possible stats. Only record main difficulty in learning. See School Census.

	Number of pupils with Records of Needs and special educational needs (in Scottish education authorities..)
	YES
	School Census
	LA
	1980
	annually
	Criteria for having RON or SEN not standardised across Las.

	Number of pupils at special schools by funding authority, gender and % special school pupils with RON
	YES
	School Census
	LA
	1980
	annually
	LAs make varied use of special schools.

	Attainment of disabled pupils:
	NO
	 
	n/a
	n/a
	n/a
	Not available from SQA. They advise may be available by LEAs or schools themselves. Aim of SQA is to create level playing field in providing assistance where necessary and not to distinguish those pupils who may/may not have a disability.

	% with 5 standard grade passes
	NO
	 
	n/a
	n/a
	n/a
	Not available from SQA. They advise may be available by LEAs or schools themselves.

	% with 4/5 Highers/Higher Still
	NO
	 
	n/a
	n/a
	n/a
	Not available from SQA. They advise may be available by LEAs or schools themselves.

	% disabled pupils staying on after S4/non disabled
	NO
	Not available. Not collected by School Census.
	n/a
	n/a
	n/a
	ScotXED - postcode of pupil will be recorded. Details of main difficulty in learning will be recorded. Some data may be available by Spring 2003.

	% disabled pupils registered for free school meals
	NO
	Not available. Not collected by School Census.
	n/a
	n/a
	n/a
	ScotXED - postcode of pupil will be recorded. Details of main difficulty in learning will be recorded. Some data may be available by Spring 2003.

	Children educated outwith school due to prolonged ill-health
	YES
	SE News Release
	LA
	2000/01 & 2001/02 (Previous years data not comparable but first collected in 1995)
	annually
	numbers range from 0 in Argyll & Bute to 410 in Glasgow. Not worth going down any lower due to small figures in some areas. Recent data distinguishes between those educated outwith due to ill-health and those educated outwith due to parental choice. Contact is Julie Grant : 0131 244 3070

	Further Education:
	 
	 
	 
	1998-99
	annually
	INFACT DATABASE - question over reliability and fullness of data.  Many students fail to identify themselves as disabled.

	% students registered disabled
	YES
	SFEFC
	LA
	1998-99
	annually
	by type of disability

	Attainment for FE
	NO
	SFEFC
	n/a
	n/a
	n/a
	SFEFC would be organisation to gather this type of data from.

	% drop out rate/completion rate for FE
	NO
	SFEFC
	n/a
	n/a
	n/a
	SFEFC would be organisation to gather this type of data from.

	Higher Education: % students registered disabled
	YES
	SE
	LA
	 
	annually
	HESA recently changed the way disabled students are recorded.  Prior to 1998/99 a student was recorded as disabled if 'registered disabled'.  After 1998/99 a student is recorded as disabled if in receipt of Disabled Students Allowance.  At the moment there is a relatively low uptake of DSA. Can do analysis down to LA only. Contact Lindsay.Dick@scotland.gsi.gov.uk

	% drop out rate for HE
	NO
	HESA
	n/a
	n/a
	n/a
	HESA would be the organisation to collect this data from.

	Attainment for HE
	NO
	HESA
	n/a
	n/a
	n/a
	HESA would be the organisation to collect this data from.

	Uptake of Disabled Students Allowance
	YES
	SAAS
	psector
	 
	on request
	contacted SAAS to see if available. Should be able to do some analysis perhaps to postcode sector. Contact Carolyn Wilson (Statistician) to clarify exactly what would be required. E.g. issues over those students studying in England and also those who are distance learning students. Carolyn.wilson@scotland.gsi.gov.uk


	Indicator
	Availability
	Source
	Geographical Coverage
	Date of first collection
	Frequency of collection
	Other comments

	EMPLOYMENT
	 
	 
	 
	 
	 
	 

	Claimants of working age of key (disability)benefits* by type of claimant & LA
	YES
	ONS/DWP - ASD
	LA 
	various depending on benefit
	quarterly
	* JSA, IB, SDA, DLA, IS, NI credits 5% samples. Reg Trends 37 Psector data available from ASD Information Centre, DWP.

	Disabled people of working age - numbers and rates
	YES
	LFS
	Scotland. LA But not North of Caledonian Canal due to sparse population
	1979 - 2002
	quarterly
	60,000 GB sample. Scotland sample approx 6,000

	Economic activity by disability, working age by DDA & work limiting disability
	NO - patchy data
	NOMIS
	LA
	1999
	latest 2001
	NOMIS was recommended by LFS people. Patchy & unreliable data for Scottish LA's available at moment.

	Economic activity status by I) permanently sick or disabled II) unable to work due to short term illness
	YES
	SHsS (Scottish Household Survey)
	LA
	1999
	Every 2 years for all LAs and each year for larger LAs.  Funded initially for 4 years.
	p74 Table 3.4 SHS Annual Report. Ranging from 9% perm sick/dis in Inverclyde to 2% in Moray.

	Hours worked by (random) adult by age, broad soc codes, random adult seg)
	low numbers likely
	SHsS
	LA
	1999
	Every 2 years for all LAs and each year for larger LAs.  Funded initially for 4 years.
	A cross tab could be done for those with illness/disability but this due to a random adult being surveyed it is unlikely this would provide reliable or sufficient numbers.

	% disabled people of working age unemployed (by disability - SHsS)
	YES
	LFS or SHsS
	LA
	LFS - 1979, SHsS - 1999
	Every 2 years for all LAs and each year for larger LAs.  Funded initially for 4 years.
	ILO Unemployment rate used for LFS from 1984. From 2001 the SHsS is collecting data on types of conditions and this will be down to LA.

	Duration of unemployment for disabled people
	possible
	SHsS
	LA
	1999
	Every 2 years for all LAs and each year for larger LAs.  Funded initially for 4 years.
	Not available through NOMIS or LFS. Could do cross tab in SHsS with QRH13 - how long have you been continuously unemployed or not in paid work?

	Number of people not working due to caring responsibility/Invalid Care Allowance
	YES
	DWP & SHsS
	Postcode (DWP/NS) LA (SHsS)
	 
	 
	Neil Sorenson - DWP Stats on ICA relatively new. 100% availability down to postcode but with adequate notice. Should be easy enough to obtain to LA level at moment.

	Supported Employment
	selected LA's only
	Selected LA's with pilot schemes
	LA
	 
	 
	Low take up of Supported Employment schemes in Scotland. North Lanarkshire Council scheme has been running for 3 years and statistics are updated regularly.

	Proportion of employees registered as disabled
	NO
	Annual Employment Survey/ABI
	n/a
	1995-1998
	n/a
	only to 1998.  Replaced by ABI. Approx 80,000 organisations. No questions on whether employees are disabled.

	Job Centres – disability service teams and programmes e.g. NDDP, Job Introduction Scheme
	YES but limited area data
	DWP
	NDDP(registrations, jobs, sustained jobs) - Local authority districts I.e. Ayrshire and DumGal taken together
	 
	 
	limited area data

	Small business start ups by disabled people
	YES but only by LEC
	Scottish Enterprise 
	 
	 
	snapshots
	Small numbers by Local Enterprise Company area. 12 LECs in Scotland.


	Indicator
	Availability
	Source
	Geographical Coverage
	Date of first collection
	Frequency of collection
	Other comments

	INCOME
	 
	 
	 
	 
	 
	 

	Individual Income £
	YES
	SNS
	 
	 
	 
	SNS looking into collecting this at moment

	Household Income
	YES
	SHsS
	LA
	1999
	Every 2 years for all LAs and each year for larger LAs.  Funded initially for 4 years.
	QHH1 onwards (99/00) - Household Income plus various questions on overtime, hours, self employed etc.

	Child Benefit
	YES
	SHsS
	LA
	1999
	Every 2 years for all LAs and each year for larger LAs.  Funded initially for 4 years.
	QHH56 onwards

	Social Fund - Crisis/Budget Loans by Applicant Group I.e. disabled
	YES
	ASD
	postcode sector?
	 
	monthly & quarterly & annually
	DWP checking to see if available.  Elizabeth Major/Bill Parnam 0207 962 8966/0207 712 2425. Requested in writing. Bill.Parnham@dwp.gsi.gov.uk Social Fund Computer System (SFCS) links to the new Personal Details Computer System so that personal customer information recorded and held across all systems is accurate and consistent.

	Disabled Person’s Tax Credit
	YES
	Inland Revenue but in 'Benefits & Tax Credits in Scotland' (SE Oct 02)
	LA
	latest April 2002
	quarterly
	around 3,000 recipients in Scotland but postcode is recorded for recip. Have contacted to check if we can get this at pcode level. Say avail at LA and ParlConst but SE may be able to get at lower level.

	SSP
	YES
	SHsS - check if admin data on this
	LA
	1999
	Every 2 years for all LAs and each year for larger LAs.  Funded initially for 4 years.
	 

	Incapacity Benefit
	YES
	Neighbourhood Statistics, ONS. Also SHsS to LA
	LA & Ward
	1998 to ward
	annually. 2000 data available in Jan 2003.
	3 rates of IB payable - 2 short term rates & 1 long term rate. Contributable benefit

	Severe Disablement Allowance
	YES
	Neighbourhood Statistics, ONS. Also SHsS to LA
	LA & Ward
	1998 to ward
	annually. 2000 data available in Jan 2003.
	 

	Disability Living Allowance (care, mobility, c & m) <65
	YES
	Neighbourhood Statistics, ONS. Also SHsS to LA
	LA & Ward
	1998 to ward
	annually. 2000 data available in Jan 2003.
	Non contributory & different rates. Can  be investigated at the  higher/lower rates to see differences.

	Attendance Allowance >65
	YES
	Neighbourhood Statistics, ONS. Also SHsS to LA
	LA & Ward
	1998 to ward
	annually. 2000 data available in Jan 2003.
	 

	Industrial Injury/Disablement Benefit
	YES
	SHsS
	LA
	1999
	Every 2 years for all LAs and each year for larger LAs.  Funded initially for 4 years.
	 

	Invalid Care Allowance
	YES
	SHsS
	LA
	1999
	Every 2 years for all LAs and each year for larger LAs.  Funded initially for 4 years.
	But DWP can collect down to postcode sector with adequate notice. Should be relatively easy to collect to LA. Contact is Neil Sorenson at DWP.

	Consumer Durables
	YES
	SHsS & SHCS
	LA
	1999 & 2002
	SHCS - 1996, 2002
	Can cross tab with those who are disabled.

	Income Support
	YES
	Neighbourhood Statistics, ONS. Also SHsS to LA.
	LA & Ward
	1998 to ward
	annually. 2000 data available in Jan 2003.
	 

	Family Credit
	YES
	Neighbourhood Statistics, ONS. Also SHsS to LA.
	LA & Ward
	1998 to ward
	annually. 2000 data available in Jan 2003.
	 

	Ability to manage financially by whether anyone in hh has a disability
	YES
	SHsS
	LA
	1999
	Every 2 years for all LAs and each year for larger LAs.  Funded initially for 4 years.
	 


	Indicator
	Availability
	Source
	Geographical Coverage
	Date of first collection
	Frequency of collection
	Other comments

	HEALTH & CARE
	 
	 
	 
	 
	 
	 

	State of respondents general health (self defined) over past 12 mths (good, fairly good, not good) * banded net annual income/banded age random adult/housing tenure/
	YES
	SHsS
	LA
	1999
	Every 2 years for all Las and each year for larger Las.  Funded initially for 4 years.
	P133 Table 4.33 Self defined health by LA.  Continuous. 30,000 hh every 2 years.

	Whether anyone in hh has long-standing limiting illness, [hp or disability by annual (net) hh income, hh type, tenure?]
	YES
	SHsS
	LA
	1999
	Every 2 years for all Las and each year for larger Las.  Funded initially for 4 years.
	RG5 -Table 4.42 Is there a basic LA table showing illness, hp or disability?? Check with them! Emailed SHS -14/11/02 

	Difficulty with activities
	YES
	SHsS
	LA
	1999
	Every 2 years for all Las and each year for larger Las.  Funded initially for 4 years.
	RG6 - housework/climbing stairs/dressing/walking for 10 mins/ washing yourself/ standing for 10 mins/ using a bus/taxi/train/car/ preparing main meals/ using phone/ 

	Special equipment or adaptions to home
	YES
	SHsS
	 
	1999
	Every 2 years for all Las and each year for larger Las.  Funded initially for 4 years.
	RG7 onwards. E.g. wheelchair, crutches, stick, frame, artifical limbs, ramps etc. Also any adaption you don't have that you need.

	Adaptations to home
	YES
	SHCS
	LA
	2002
	1996, 2002
	every 5/6 years

	Whether anyone in hh needs regular help or care by LA.
	YES
	SHsS
	LA
	1999
	Every 2 years for all Las and each year for larger Las.
	Table 4.53

	Anyone in hh needs regular care * hh type e.g. single adult, large family etc
	YES
	SHsS
	LA
	1999
	Every 2 years for all Las and each year for larger Las.
	online LA tables

	Anyone in hh needs regular care or help * banded net annual income
	YES
	SHsS
	LA
	1999
	Every 2 years for all Las and each year for larger Las.
	online LA tables

	Long term health/disability within hh
	YES
	SHCS
	LA
	last survey 2002. National results - Summer 2003. Local results - Autumn 2003
	Every 5/6 years
	18,000 surveyed. Hundreds of variables. Contacted SHCS Andrew Robinson - should be able to do cross tabs ok.

	Prevalence of particular health conditions 
	YES
	SHS (Scottish Health Survey)
	Health Regions, not HBs
	1995, 1998, 
	every 3 years
	1998 - 9,000 adults & 4,000 children surveyed. Aged 2 - 74

	Continuous morbidity recording by condition (CMR)
	YES
	ISD - CMR, GPASS
	postcoded
	 
	 
	issues over quality and sample size of data. 7% Scottish population covered. 

	Chronic physical and mental illness - admissions and discharges
	YES
	ISD
	postcoded
	 
	 
	issue over quality of data

	Mental illness admissions and discharges
	YES
	ISD/SMR04
	LA
	 
	annually
	Scottish Health Statistics

	Cancer registrations
	YES
	ISD/SMR06
	LA but SOCRATES collects postcode of residence since 1975
	 
	annually
	Scottish Local Authorities Comenpendium of Health Stats (SLACHS).  Scottish Cancer Registration Database - SOCRATES

	Learning disability inpatient admissions/discharges
	YES
	ISD
	LA
	 
	annually
	Scottish Local Authorities Comenpendium of Health Stats (SLACHS).  

	Long term hospital /residential care
	YES
	SCCS
	LA
	 
	annually
	reliability of SCCS may be an issue

	Proportion of population aged >65
	YES - GROS data at moment 
	GROS
	LA
	 
	 
	Census data to postcode sector available from 2003.

	Community Care Statistics on those >65, adults with learning disabilities, adults with Mental Health Problems, Physically Disabled Adults, Other Client Groups & Carers
	YES
	SEHD Scottish Community Care Statistics (H1 Return). 
	LA
	latest 2001
	annually
	Work is beginning on collecting information (for SNS) on Home Care, Day Care and Care Homes.  Topics include hours of care provided, type of care, provider of care by client group and postcode subject to data protection on individual anonymised clients. Some data may be available in 2003 but more comprehensive data from 2004.  Contact is John Fraser in Health Dept of SE. 0131 244 4092

	Sheltered housing dwellings for disabled people provided by public agencies & has
	YES
	SEDD Housing Statistics (S1B Return)
	LA
	latest 2001
	annually
	 

	Prescriptions data
	YES
	ISD
	GP Practice
	1997 but can go further back to archived data if necessary (early 1990s)
	 
	need to investigate exactly what prescriptions/drugs want to concentrate on. 

	Prescribed drugs and vitamin supplements
	YES
	SHS
	Health Region
	1995,1998, 2001
	 
	could be useful if available at lower level

	Morbidity 
	YES
	ISD
	postcoded
	 
	 
	discharges, multiple discharges, prevalence 

	Mortality data
	NO
	 
	 
	 
	 
	sudden death of disabled people

	Births – congenital anomaly
	YES
	ISD
	HB of residence. Postcoded?
	latest, 2001
	annually
	small numbers

	Registration of blind and partially sighted
	YES
	SE, Form SWB. Also in Comm Care Stats
	LA only. SNS/SWSLG agreed info not to be avail lower than LA -John Fraser SWStatUnit
	latest 2002
	annually
	Only around a third of those eligible are registered on this.  SE are carrying out a review of the registration and certification process.  This may lead to more accurate stats..

	Disabled children looked after by type of disability
	YES
	SESWG & SEED
	LA
	 
	annually
	Children Looked After are recorded by LA and annually.Get disabled children Looked After directly from Esther Roughsedge at SE. 0131 244 3745 or children.statistics@scotland.gsi.gov.uk


	Indicator
	Availability
	Source
	Geographical Coverage
	Date of first collection
	Frequency of collection
	Other comments

	TRANSPORT
	 
	 
	 
	 
	 
	 

	Number of disabled with driving licences
	possible
	DVLA
	possibly to postcode
	 
	 
	DVLA does keep note of those with medical conditions on licences.  May be charge for this type of data.

	Number with blue (Euro) badges
	YES
	SHsS Q4 
	every 2 yrs for all Las
	1999
	Every 2 years for all LAs and each year for larger LAs.  Funded initially for 4 years.
	 

	Number with blue (Euro) badges
	YES
	SE - Transport Stats No 21
	LA
	1999
	annually
	Contacted Transport Stats at SE but not avail lower than LA. Would have to go directly to each LA and unlikely data would be standardised.

	Concessionary fares for disabled traveller
	possible.  This new scheme could provide sustainable data for the future in respect of disabled people and access to bus travel.
	Unclear at moment on who will be responsible for providing these statistics. Will likely be between LA's and SE.
	LA
	 
	 
	Those eligible for free bus travel include elderly persons, blind/partially sighted, persons aged 5-15 years & in receipt of DLA, physically disabled persons, those suffering from serious learning difficulties, mentally ill people (mainly long term), profoundly deaf persons and/or those without speech, those refused driving licence on medical grounds. Those in receipt of DLA will automatically be eligible for concessionary travel.  

	Taxicard/Dial a Bus
	possible
	LA's
	 
	 
	 
	Need to contact LA's individually. E.g. Stirling Council can provide regular statistics on the number of journeys by Taxicard.

	 
	 
	 
	 
	 
	 
	 

	ACCESSIBILITY
	 
	 
	 
	 
	 
	 

	Disabled housing provision e.g. wheelchair, ambulant disabled, other specially disabled.
	YES
	SE - Housing Stats
	LA
	1990
	quarterly
	Housing returns to Scottish  Executive

	When did you last use or visit each of the following: public library, public parks/open spaces, museums/art galleries, swimming pools, sports/leisure centres
	YES
	SHsS
	LA
	1999
	Every 2 years for all Las and each year for larger Las.  Funded initially for 4 years.
	Time periods - yesterday/witin last wk/ last month/ last 6 mths/ last year/ longer/never/na

	Convenience of various services by disability status
	YES
	SHsS
	LA
	1999
	Every 2 years for all Las and each year for larger Las.  Funded initially for 4 years.
	Public transport, hospital, chemist, grocery shop, gp surgery, bank, post office

	 
	 
	 
	 
	 
	 
	 

	Insurance/assurance for disabled people
	yes but small survey
	Capability Scotland Survey
	check level
	Oct-00
	 
	Disabled people tend to pay more for insurance premiums. 

	Extra costs of disability
	yes but small survey
	Capability Scotland Survey
	check level
	Oct-00
	 
	Disabled families tend to have low incomes. 


	Indicator
	Question Asked about Disability/Illness Issues
	Source
	Level
	Potential

	general
	Over the last twelve months would you say your health has on the whole been: good/fairly good/not good?
	Scottish Census Q7
	p.unit/psector
	Small area stats avail in 2003. Could cross tab dis/illness aspect with education, transport, ethnic grp, empt/unempt, qualifications etc. Census data available at moment on CASWEB. But only every 10 years.

	general
	Do you have any long-term illness, health problem or disability which limits your daily activities or the work you can do? (Include problems which are due to old age) Yes/No
	Scottish Census Q8
	p.unit/psector
	Small area stats avail in 2003. Could cross tab dis/illness aspect with education, transport, ethnic grp, empt/unempt, qualifications etc. Census data available at moment on CASWEB. But only every 10 years.

	caring
	Do you look after, or give any help or support to family members, friends, neighbours or others because of: long term physical or mental ill-health or disability, or problems related to old age? ( Do not count anything you do as part of your paid employment).
	Scottish  Census Q17
	p.unit/psector
	Small area stats avail in 2003. Could cross tab dis/illness aspect with education, transport, ethnic grp, empt/unempt, qualifications etc. Census data available at moment on CASWEB.

	general
	Last week, were you any of the following? Retired/student/looking after home/family /permanently sick/disabled / none of the above
	Scottish Census Q23
	p.unit/psector
	low level stats avail in 2003. Could cross tab dis/illness aspect with education, transport, ethnic grp, empt/unempt, qualifications etc. Census data available at moment on CASWEB.

	 
	 
	 
	 
	 

	general
	Whether anyone in the hh has a limiting long-standing illness, disability or health problem - which hh members, description of condition (from Jan 01)
	Scottish Household Survey (SHsS) 1999 Section 6 (1)
	LA (every 2 yrs at least)
	SHsS is a good source of data for disability and disabling conditions.  Most cross tabs can be done down to LA and description of conditions from the 2001 survey.

	caring
	Whether any hh members require regular care or help - which members, for each hh member requiring care - who provides care, frequency of care
	SHsS 1999 Section 6 (2)
	LA (every 2 yrs at least)
	 

	transport
	Blue (previously orange) badge holders
	SHsS 1999 Section 4 (2)
	LA (every 2 yrs at least)
	 

	transport
	Concessionary passes (each adult 16+) (but doesn't say whether OAP or disabled)
	SHsS 1999 Section 4 (3)
	LA (every 2 yrs at least)
	 

	health
	Whether involved in road accident in last 12 months
	SHsS 1999 Section 7 (8)
	LA (every 2 yrs at least)
	 

	general & health
	Self perception of general health - whether has a long-standing illness, hp or disability, limitations on daily activities, special equipment of adaptions to home, whether has home help, whether provides regular help or care to non-hh members
	SHsS 1999 Section 12 
	LA (every 2 yrs at least)
	 

	 
	 
	 
	 
	 

	housing adaptions
	Respondents are asked if anyone in the hh suffers from hps or disabilities and the nature of adaptions to the home which have been made to deal with this situation.  Respondents are also asked which care and support services they receive or wish to receive.
	Scottish House Condition Survey (SHCS) 2002 
	 
	From the SHCS 2002 it should be relatively easy to carry out cross tabs to LA level in relation to disability with e.g. tenure, heating, damp etc.

	 
	Question on GHQ12
	SHCS
	 
	 

	health
	Respondents are asked about their respiratory health. Questions are also asked about children in the hh.
	SHCS 2002 
	 
	 

	housing condition
	Respondents are asked about problems they may have in their home as a result of condensation or dampness
	SHCS 2002 Health (could be useful if cross tab with disability, lsi, hp aspect).
	 
	 

	 
	 
	 
	 
	 

	general
	General health, longstanding illness, acute sickness
	SHS 1998
	Health Region only but range of questions
	 

	health
	Respiratory problems, including use of medication/health services
	SHS 1998
	Health Region only but range of questions
	 

	health
	Asthma
	as above
	as above
	 

	health
	Incontinence
	as above
	as above
	 

	health
	Symptoms of the chest
	as above
	as above
	 

	health
	Cardiovascular problems
	as above
	as above
	 

	fitness
	Physical Activity - adults & children
	as above
	as above
	 

	mental health
	GHQ 12
	as above
	as above
	 

	health
	Accidents
	as above
	as above
	 

	dental hth
	Dental health
	as above
	as above
	 

	health
	Height/weight
	as above
	as above
	 

	prescriptions
	Prescribed drugs and vitamin supplements
	as above
	as above
	 

	health
	Blood pressure
	as above
	as above
	 

	health
	Lung function
	as above
	as above
	 

	health
	Blood sample
	as above
	as above
	 

	 
	 
	 
	 
	 

	disability
	Questions asked of disabled and non disabled respondents - quantitative and qualitative survey.  Areas include: types and effects of disability, attitudes to disability, discrimination, personal and social lives, education and training. Employment, work patterns, accessing goods and services, achieving social inclusion etc.
	DWP Survey - Disabled for Life? Attitudes towards and experiences of the disabled in Britain.
	First carried out 2002. Will be repeated in 2003 and possibility of boosting Scottish sample if SE were interested in this.
	Contact Grahame Whitfield 0207 962 8700 or grahame.whitfield@dwp.gsi.gov.uk


Appendix 2 – Administrative Data

	DATA
	SOURCE

	CMR – Continuous Morbidity Recording
	ISD

	Collection began - 1998
	Level – DepCat 1-7

	Contact details: Rebecca Kaye or Matthew Armstrong, ISD, 0131 551 8808

Rebecca.kaye@isd.csa.scot.nhs.uk matthew.Armstrong@isd.csa.scot.nhs.uk


	CMR is a system that collects primary care data from GP practices - the data are entered onto the practice GPASS system.  Around 80 practices are involved in CMR covering around 8% of the Scottish population.  The sample is broadly representative of the whole of Scotland in terms of age, sex, deprivation and urban/rural mix.  Data from all CMR practices is combined to form a national sample.  CMR information is collected for each face-to-face patient/GP consultation i.e. telephone consultations and referrals are not included.

Fields in the dataset are: patient id, dob, sex, postcode, diagnosis, modifier, date of consultation, type of encounter (optional) and clinician (optional).

A working diagnosis of each presenting condition/disease is recorded use the Read coding system.  Up to 10 diagnoses may be recorded at a single consultation.  

A modifier code is attached to each diagnosis to describe the type of diagnosis.  There are 3 Modifiers: First – the first ever occurrence of a diagnosis with any GP; Recurrence – a repeat occurrence of a previous diagnosis that has been inactive for this patient with any GP and; Persistent: a follow-up, review or other consultation of an on-going diagnosis with any GP.

By using these Modifiers proxy measures of contact, incidence and prevalence rates for a specific condition/disease can be calculated

The Read Codes recorded for GPs are grouped into ‘conditions’ using ISD’s Standard Morbidity Groupings (SMGs).  There are 202 individual SMGs e.g. diabetes, asthma, epilepsy, multiple sclerosis, stroke, dementia etc.



	Trial Data : have received a sample of data (excel tables) from ISD based on around 65 practices by age, sex and DepCat 1-7 for selected conditions:- HIV, diabetes, mental health, chronic neurological conditions, hearing loss, COPD (Chronic Obstructive Pulmonary Disease), stroke, IHD (Ischaemic Heart Disease), crushing/traumatic amputations & congenital malformations.



	Practice and Nurse data is also available but so far this covers only 23 Practice Nurse and 7 District Nurse practices. Data here will include activities such as blood pressure monitoring, changing of dressings, recording of cholesterol levels and recording of morbidity and an episode modifier (i.e. new, old, chronic). Work on the PND is continuing through e-Chip (Electronic Community Hospital Information Project) and by April 2004 there should be a full year of representative data at Scotland level (around 55 practices).




	DATA
	SOURCE

	Child Health Surveillance 
	ISD

	Collection began: 1990s


	Level: HB, DepCat, LHCC and health visitor

	Contact details: Child Health Information Team - Anne Wood, Jane Chisholm or Elaine Strange, 0131 551 8669

Anne.wood@isd.csa.scot.nhs.uk


	A proportion of children at some point in their lives will develop illnesses or problems and there are 4 main systems currently recording child data in Scotland: pre-school, school, special needs and SIRS (Standard Immunisation and Recall System).  Both pre-school and school collect information on possible diagnosis/problems which are read coded and information is collected at various stages throughout a child’s life.

Data are also available on ‘softer’ fields such as whether a child is normal/abnormal in their gross motor development.  The special needs system collect information on children who have  a need or require a service e.g. medication or equipment for a period of 6 months or more.

At present these systems are in the process of being rolled out nationally, but until then they only cover a proportion of Scotland.  

The pre-school data are said to be the most developed and this consists of 6 updates up till the child starts school.   Each form is given a unique identifier and there are an abundance of fields to be completed including: psector, health board area, council area, dob, sex, gp practice, depcat, , parental concerns, health care issues, developmental observations, whether the child should be referred to the special needs system etc.

At the moment 10 of the 15 NHS Boards use the pre-school form although some have been using it for longer than others making comparability of information difficult.  There are plans for the remaining Boards to make use of the form too but there is no definite timescale on this.  The Boards using the form at the moment are: Argyll & Clyde, Ayrshire & Arran, Borders, Fife, Forth Valley, Greater Glasgow, Lanarkshire, Lothian, Tayside and Dumfries and Galloway.  Not all of the fields are or have to be completed.




	DATA
	SOURCE

	Amputee Database – NASDAB 
	National Amputee Statistical Database, ISD (database manager for NASDAB)

	Collection began: 1998
	Level: Service Centre, possibility of ad hocs requests 

	Contact details: Brian Reid, Acute Care Information Group, 0131 551 8376 – ad hoc requests i.e. low level requests

Jane James @ ISD for Service Centre data



	Data from NASDAB covers the whole of the UK and there are 5 service centres in Scotland: Aberdeen, Dundee, Edinburgh and 2 in Glasgow.  Scotland accounted for 8% of UK referrals in 1999/00 and there were a total of 6,300 Scottish registrations in 1999.  Approximately 500 new referrals are submitted each year.  Breakdowns are available by gender, age, level of amputation or congenital absence, cause and referral time.  A new code has been added to identify asylum seekers – a considerable number of whom have been referred. 

The Scottish element of NASDAB is taken from the SMR44 scheme (limb-fitting referrals).

It is estimated that around 20% of postcodes may be missing from the returns.




	DATA
	SOURCE

	CareFirst, Anite-Swift, In4Tek and in-house databases
	Social Work departments & Social Care Data Standards Project

	Collection began: electronic systems in operation for varying length of time
	Level: 

	Contact details: individual local authorities

	A large amount of social care information is held manually in case files containing text that is difficult to retrieve and share with other related professionals. This makes the compilation of reliable information and statistics problematic and time consuming.  However work is being undertaken in councils to meet this challenge.

All 32 councils have social care client information systems but they differ in length of time in use and functionality such as the extent to which they support day to day working, interface with corporate systems of the council, support joint working and provide clear information to senior management. 

11 councils operate the CareFirst system from the company OLM (Aberdeen City, Aberdeenshire, Angus, Argyll & Bute, East Dunbartonshire, East Lothian, East Renfrewshire, Glasgow City, Moray, North Ayrshire & West Dunbartonshire). 11 councils operate their own in-house systems and the remainder operate other systems such as Anite-SWIFT and In4Tek.  Around 10 authorities plan to carry out new implementation or upgrading in 2003/04.

Social care tends to be split up into 3 sections: Community Care, Children & Families and Criminal Justice.  The majority of councils (26/32) support these 3 areas using a single, integrated system with a ‘common client index’.  

Data is either coded or textual but field definitions are not standardised amongst councils (unlike GPASS) even when the same systems are in operation.  This is because the data categories can be defined by the user.  However work is currently being carried out on standard data definitions by SWIRG.  For example,  Disability Recording (Children) - A comprehensive electronic social care case record, made up of 3 types of information: structured i.e. standard national or local forms, unstructured i.e. letters, telephone calls, reports and core structured person specific data records.



	Main fields completed (for CC and C&F):

Client Personal Details: name, address, gender, dob, gender etc ethnicity?

Initial contact/referral details

Case allocation and closure details

Assessment details

Review details

Case-note recording

Client needs
	Less likely to be completed (for CC and C&F):

Client health profile

Client education profile

Client care plans

Day services – client attendance details/client activities record

Ordering and management of aids and equipment



	CareFirst system

Systems will be slightly different in each council, depending on the version and how much user-defined codes have been added.  The provision of disability information will very much depend on whether the council has included it in the personal details screen.  There is a client group code set but these are inconsistent across Scotland.



	DATA
	SOURCE

	Client data on Home Care, Day Care and Care Homes – Scottish Community Care Statistics


	Annual Community Care Returns from local authorities

	Collection began: 2003
	Level: postcode

	Contact details: John Fraser, SNS Community Care and Criminal Justice Social Work Manager, T: 0131 244 4092

John.w.fraser@scotland.gsi.gov.uk


	From 2003, anonymised individual client data by postcode is being requested on the Home Care, Day Care and Care Homes annual returns as part of the SNS project.  The data will be available later in the year but is likely to be patchy.  Better data will be available from 2004.  There are no plans to collect any additional information as part of the SNS project other these returns.




	DATA
	SOURCE

	Recruitment & Selection policies and procedures
	Local Authorities: Personnel/HR Depts -Equal Opportunities Procedures & Monitoring



	It is now becoming more widely acknowledged that the causes of disability reside in the social practices, views and structures of our environment.  It is important therefore to consider the current mechanisms in large organisations and to access monitoring processes in relation to equality and diversity. To this end, several local authorities were contacted to enquire about their recruitment and selection procedures and policies.  

Generally most local authorities are able to provide basic diversity statistics on disability although the variety of statistics varies from council to council.  Information systems are in the process of being developed and in the future these will provide more detailed statistics such as grade of staff and ethnicity.



	Council

Aberdeen City

Dumfries & Galloway

East Ayrshire

East Dunbartonshire

East Renfrewshire

Edinburgh

Glasgow 

Stirling

West Dunbartonshire

Western Isles


	Outline of data 

Can provide basic figures on proportion of staff employed who classify themselves or are registered disabled – yearly figures contained within Annual Report.

Figures are available 6 monthly from Personnel database and MIS reports.  Currently reviewing data gathering systems to take account of new Personnel Information demands and requirements on Race and preparing for further duties relating to age, religion and sexual orientation.  

Can provide ‘self declared’ disability data in respect of: applications, interviews, appointments, gradings, adjustments, counselling, ergonomics, occupational health etc, two ticks employer. System allows combined reporting by gender/salary/marital status/ethnic origin/disability.

Although not recorded electronically there is some information on impairments and health conditions.

Personnel information systems are currently being reviewed. EO forms are collected and EA is a two ticks employer.  Could provide basic figures on proportion of staff who class themselves as disabled if required.  Theoretically as long as the data is available then reports could be combined by disability/gender/grading/ethnicity/turnover.

Two ticks employer, collates EO forms manually. Should be able to obtain basic information from EO forms.

Still in process of developing systems to produce disability statistics.  Data is collected at the recruitment phase but at the moment they do not have the facility to produce figures.  Are working towards their detailed EO policy.

In process of putting basic information onto computerised personnel information system  – those who consider themselves to be disabled.

Self assessment of disability – relatively easy to obtain data on proportion employees disabled and type/grade of post.  Recruitment audits are carried out in relation to recording and monitoring.

Recent re-organisation of Central Personnel into Corporate Services.  Participate in two ticks scheme and should be able to provide basic figures on proportion of staff who class themselves as disabled & registered disabled.

Currently updating EO policies. Can supply basic figures on applications - candidates who classify themselves as disabled but not on the proportion of employees working in the council.  Would perhaps be able to get this type of data through a staff survey.

There is manual monitoring of the EO form but generally do not collect statistics on disability.  A new Personnel/Payroll system is being established and there may be a facility to record this type of data electronically in 2004.



	Joint Staffing Watch (previously Annual Staffing Survey)

This is undertaken every year by the local authorities for the Scottish Executive. Breakdowns are available by gender, grade and department. However at the moment figures on disability and ethnicity are not included. There are also a number of surveys undertaken on individual service groups such as teachers.  However there is no recording by disability.




	DATA
	SOURCE

	Recruitment & Selection policies and procedures


	NHS Boards 

	A number of NHS Boards were contacted (GGHB, Argyll & Clyde, Ayrshire & Arran, Forth Valley, Highland, Lothian, Tayside and Orkney) to investigate recording of diversity in respect of disability.  GGHB and Ayrshire & Arran would be in a position to provide some initial data on the proportion of staff who declare themselves to be disabled but other higher level information such as grade of post would take longer to analyse.

Generally there is no formal recording, monitoring or evaluating of ‘disability’ statistics.  Where those Boards do collect figures these are said to be patchy.  Each of the Boards contacted use an Equal Opportunities  form in relation to recruitment but these forms tend not to be monitored or figures reported on.



	ISD Workforce Statistics

Annual statistics in relation to the NHS workforce are produced.  However there are no figures in relation to disability.

Fields currently collected: headcount, HB, organisation, contract type, age, staff group, basic ethnicity data.




 
	DATA
	SOURCE

	CACI – spend estimates by households


	Business Intelligence Unit at Communities Scotland

	Collection began:
	Level: postcode sector based on 1991 Census population

	This product has been bought from CACI - a private sector data provider and describes spending patterns  by households across areas. There are over 350 product lines.
Relevant fields

Medical products, appliances and equipment

Outpatient and hospital services

Medical, dental, optical and nursing fees




Appendix 3 – Voluntary Data

	ORGANISATION
	CONDITION

	Partners in Change/Scottish Human Services Trust


	Diabetes

	‘Hearing the voices of people in Scotland who have diabetes’, 2002

http://www.shstrust.org.uk/downloads
T: 0131 538 7717

	Data

Approximately 350 people from across Scotland and all walks of life took part in individual or group discussions  in 2001 and 2002.  Those with diabetes, their families and carers and health service staff were involved.  The aim of the discussions was wide ranging and included highlighting the broader aspects of living with diabetes from diagnosis, living with the condition, adapting to change through adolescence and pregnancy, involvement of carers and families and involvement in ones own care.




	ORGANISATION
	CONDITION

	MS Society Scotland
	Multiple Sclerosis



	www.mssocietyscotland.org.uk
Director, Mark Hazelwood – m.hazelwood@mssociety.scotland.org.uk


	Database

Membership base of around 4,000 including those with MS and their carers. It would be difficult to separate the two and the database does not record demographic information.

Surveys

Two major surveys carried out in the last 3 years that have gathered demographic and epidemiological information. Excellent response rates and baseline of 1700 and 160 people.  Examples of questions include time since diagnosis and appearance of systems, type of MS, severity, implications of having MS, need for and ease of obtaining services, beta interferon, respite care facilities, decisions about care, opinions and complaints. 




	ORGANISATION
	CONDITION

	Sense Scotland
	Sensory Impairment, Learning or Physical Disability



	Contact details: Linda Long, Health Development Officer, T: 0141 564 2444



	Service user’s Health Log

Baseline data: name, dob, type of impairment – visual, hearing, physical disability, support needs, underlying medical conditions or diagnoses, any family history of health problems, hospitalisation history, health specialists seen over the last year, prescribed medications (past and present), immunisation history, additional draft data for healthy living project (food, exercise, QoL).




	ORGANISATION
	CONDITION

	Tourette Scotland
	Tourette Syndrome



	Contact details: Sue Ross, tourettescotland@hotmail.com
www.tourettesyndrome.co.uk


	Office Administration Systems

Currently updating office administrative system.  The database is designed so it will help improve services (diagnosis/multi diagnosis, education & respite/family care) for those with Tourette’s and their families.  In the process of sending out new membership forms and would be in a position to provide data when available. 


	ORGANISATION
	CONDITION

	Alzheimers Scotland


	Dementia

	Contact details: Kate Fearnley, kfearnely@alzscot.org
Alzheimer Scotland - Action on Dementia, 22 Drumsheugh Gardens, Edinburgh

EH3 7RN, Phone: 0131-243 1453


	Data available:

Membership - Basic figures on carers, former carers, relatives, friends, general interest in dementia, persons with dementia, professional interest, not specified (large numbers) 

Not able to breakdown by age, sex, ethnic origin or area.




	ORGANISATION
	CONDITION

	Remploy – UK’s largest employer of disabled people


	All conditions

	Contact details: Info@remploy.co.uk
Bill Smith 01698 354 808, HR Manager, Bill.smith@remploy.co.uk
www.remploy.co.uk


	Background

12,000 people employed UK wide in around 80 locations with 10 factory sites in Scotland.  Remploy provides employment for people with a wide range of mental, emotional and physical disabilities at its own premises and within other companies. 

Survey

Will shortly be starting survey  in Scotland (1,000 people employed) to confirm/collect data on disability, ethnic origin, sexual orientation etc.  Survey taking place end May – contact again end July for figures.




	ORGANISATION
	CONDITION

	Scottish Council on Deafness


	Deafness

	Contact details: www.scod.org.uk
T: 0131 314 6075, Textphone: 0131 314 6078



	2 main Surveys

Survey 1 - Questionnaire sent to 15 Health Boards and 37 Health Trusts in Scotland

65% response rate, October 2001

Access to Health Services for Disabled People: Disability acknowledgement, presence of Disability Advisory Group, accessible information and formats, equipment, sign language, presence of Disabilities Service Adviser, system for auditing DDA.

Survey 2 - Questionnaire sent to 15 Health Boards, 31 Education Authorities, 32 Social Work departments, 41% response rate, November 2001

Lipreading in Scotland: 

Estimate of adults with hearing loss, rehabilitation systems for hearing loss, presence, funding and training of lipreading service.




Appendix 4 – Survey Data

	ORGANISATION
	TITLE

	Scottish Executive
	Scottish Household Survey



	Sample size = approx 62,000 households since 1999

Interview with the main householder and a random adult in household


	Continuous survey from 1999 

Results available for larger authorities annually & small authorities every 2 years



	Aim: To provide representative information about the composition, characteristics and behaviours of Scottish households at a national and local level.  There is a particular emphasis in the areas of social justice, transport and local government.  



	Section 1 (Interview with main hh or spouse)

· Household composition

· Property

· Amenities

· Transport

· Children in household

· Health, disabilities and care (whether anyone in hh has limiting long standing illness, health problem or disability & description of condition)

· Working status

· Household income

· Assets and savings


	Section 2 (Interview with random adult)

· Housing

· Local neighbourhood/safety

· Social networks

· Disputes with neighbours

· Education and lifelong learning

· Internet access

· Transport

· Services and local government

· Recycling

· Volunteering

· Health (self perception of general health)

· Economic activity

· Income

· Social mobility




	ORGANISATION
	TITLE

	Scottish Executive Health Department
	Scottish Health Survey



	Sample size =  approx 13,000 in 1998

(9,000 adults and 4,000 children). Estimated at around 14,000 for 2003.

Interview and nurse visit


	1995, 1998

2003 (fieldwork has just started)

Data available at health ‘regions’



	Objective: to provide data about the health of the population aged 2 to 74. 

Aims: 

· estimate the prevalence of particular health conditions in Scotland

· estimate the prevalence of certain risk factors associated with these health conditions and to document patterns of related health behaviours

· look at differences between regions and subgroups of the population

· monitor trends in the health of the population

· make a contribution to monitoring the progress towards Scottish health and dietary targets

Focus:

· self assessed general health, longstanding illness, acute sickness

· respiratory problems

· asthma

· incontinence

· symptoms of the chest

· cardiovascular problems

· physical activity

· GHQ12 – General Health Questionnaire (measure of psycho-social health)

· Accidents

· Dental health

· Height/weight

· Prescribed drugs and vitamins

· Blood pressure

· Lung function

· Blood sample

· Use of hospital and GP services

· Dental health 




	ORGANISATION
	TITLE

	MORI & Communities Scotland
	Scottish House Condition Survey



	Sample size = approx 30,000 households

Interview with head of household &

Technical inspection of property


	1991, 1996, 2002 – every 5 years

Data available at local authority level

	Aim:

To describe the physical and socio-economic condition of occupied stock in Scotland

Objectives:

· enable the physical quality of Scotland’s housing stock to be monitored nationally

· contribute to the understanding of factors which influence the physical condition of the housing stock

· describe socio-economic characteristics of the households and link the characteristics of the dwelling and its occupants

Questions on long standing health problem or disability, description, adaptations or aids, daily activities, design of home (impact on activities), care and support services, general question on health and respiratory problems.




	ORGANISATION
	TITLE

	Department for Work and Pensions


	Disabled for Life? Attitudes Towards and Experiences of Disability in Britain



	Sample size = approx 2,000 across the UK

1st stage: qualitative - 35 interviews & 7 discussion groups

2nd stage: quantitative – face to face survey with 2064 respondents of which 47% were disabled


	2002

To be repeated in 2003 and possibility of boosting Scottish sample if SE are interested in this.

Contact: Grahame Whitfield 0207 962 8700 or grahame.whitfield@dwp.gsi.gov.uk


	Focus: 

· characteristics and disabilities

· understanding disability

· attitudes, personal and social lives

· education and training

· employment

· disability and employment

· accessing goods, services and support

· achieving social inclusion




	ORGANISATION
	TITLE

	Scottish Executive & NOP


	Well? What Do You Think? A National Survey of Public Attitudes to Mental Health, Well Being and Mental Health Problems



	Sample size = approx 1,400 across Scotland


	2002



	Focus:

· general health and lifestyle

· views on own mental health and well being

· experience of mental health problems

· information on mental health problems

· views, attitudes and opinions on mental health problems




	ORGANISATION
	TITLE

	Scottish Executive & Stirling University

Interchange publication (No. 75)

Connors C & Stalker K


	Children’s Experiences of Disability: A Positive Outlook



	Sample size = 25 responses


	2002



	The study drew on ideas from the social model of disability.

Focus:

· children’s understanding of disability

· everyday lives

· relationships with professionals 

· knowledge and views of services

· aspirations

· views on support

· siblings’ perceptions 

· implications for social work and health services




	ORGANISATION
	TITLE

	Capability Scotland


	1 in 4 Poll – various subjects

	Regularly carry out surveys from panel of around 500 people


	Since 2000

	Focus:

· financial exclusion

· free school meals

· benefit entitlement

· unemployment




	ORGANISATION
	TITLE

	Partners in Change & Scottish Human Services Trust


	Hearing the Voices of People in Scotland who have Diabetes



	Sample size = 350 group or individual discussions across urban and rural Scotland


	2002



	Focus:

· diagnosis 

· adapting to living with diabetes

· involvement of family and carers

· accessible services

· support available




� The Social Exclusion Unit was set up by the Prime Minister in 1997, and is now part of the Office of the Deputy Prime Minister.


� The 18 Policy Action Teams were set up within the Social Exclusion Unit as a direct result of the findings of the 1998 report on deprived neighbourhoods.


� SNS is a ‘major project to transform the data we have for local areas’. The information will be made available and accessible to a wide range of users, through the web ‘and in other ways’. It also aims to provide tools to help users analyse the information.


� Under the Mental Health (Care and Treatment) (Scotland) Act 2003 mental disorder means any a) mental illness b) personality disorder c) learning disability, however caused or manifested.





� An Individualised Education Programme (IEP) is a written document that identifies specific short term steps or targets to support a child’s educational progress and it outlines how these targets will be met.  Local authorities are being encouraged by the Scottish Executive to develop IEPs for certain children with special educational needs who require significant and planned support.


� The DRC is an independent body, set up in 2000 and established by an Act of Parliament to eliminate the discrimination faced by disabled people and promote equality of opportunity.


� See Appendix 2 for further information on CMR, Practice Nurse Information and Amputee data.
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