NI54 disabled children’s services indicator – progress update 

Background to the indicator

The Aiming High for Disabled Children (AHDC) report published in May 2007 made a commitment to introduce an indicator on the provision of services for disabled children as part of the comprehensive spending review.

The new indicator is a core part of performance management arrangements aimed at improving the quality of services for disabled children. This is a key priority of the Child Health and Well-Being Public Service Agreement.

The information has been collected centrally and anonymously by an independent contractor (BMRB) through parental surveys.  Local authorities and PCTs have not been involved either in identifying the sample of parents or in undertaking the survey itself, but were invited to provide support to it both by publicising it to local residents, and signposting enquirers to supporting information sources such as the BMRB-run helpline.

Feasibility study and NatCen report

The methodology for the indicator and the surveys which underpin it was developed by National Centre for Social Research (NatCen), a research body appointed by the DCSF. Their proposals were developed with input from LAs, PCTs and parents and their work was overseen by a steering group which included a senior children’s services manager.  Progress reports on the indicator have been made to the AHDC Ministerial Implementation Group whose membership includes representatives from the Local Government Association, the Association of Directors of Children’s Services, PCT/ Strategic Health Authority and a parent of a disabled young person. The DCSF commissioned the NatCen to help develop the methodology of the survey to underpin the indicator. 

Following this research, NatCen’s report was published on the DCSF research website at the end of September 2008 (http://www.dcsf.gov.uk/research/data/uploadfiles/DCSF-RR053v1.pdf) and set out the methodology with the features outlined here. To meet the scale requirements and also the budget constraints, NatCen’s proposal was for two paper-based questionnaires. The first was a short “screening questionnaire” to identify parents with disabled children. The second was a longer questionnaire, sent only to parents with disabled children, designed to question them on their experiences of local services. The answers to the second would then be used to calculate the NI 54 Indicator. Both questionnaires were subject to detailed testing, reports of which can be found here: http://www.everychildmatters.gov.uk/socialcare/ahdc/coreoffer/ The indicator is based on an intended sample of a minimum of 200 parents of disabled children in each local area. The definition of a disabled child/ young person used is as defined by the Disability Discrimination Act (DDA) 1995: “a physical or mental impairment which has a substantial and long-term adverse effect on his or her ability to carry out normal day to day activities”.

The draft questionnaires were also tested with a range of parents to ensure that they made sense and could be completed easily and consistently. The cognitive testing report is concerned with testing whether the individual questions are understandable and achieve what they are designed to do. This report made recommendations as to which questions were to be retained and key changes which should be made to the questionnaire. The pilot testing report is concerned with how the two questionnaires as a whole were tested on a sample of parents with children of all ages, with a variety of disability types and who used different types of services.

The indicator surveyThe DCSF awarded the contract to carry out the survey to the British Market Research Bureau (BMRB). BMRB based their methodology on: the recommendations from the NatCen report; feedback from parents and local authorities on the NatCen recommendations; and on their own extensive professional experience.
The first wave of the survey has been used to calculate a national baseline indicator, together with local authority level indicators in those 30 authorities which have included the indicator in their Local Area Agreement (LAA) or as a local target for 2008-09. Subsequent iterations will provide both national and local level (higher level LA and PCT) indicators – and the first of these is due to be carried out in summer to provide data for December 2009.

The sample in each local area was composed of parents of children identified as having children with a DDA defined disability based on a screening survey. To identify those potentially eligible to complete the indicator survey, the screening survey was sent to a number of households of school aged children. This involved over sampling those with special educational needs at school action plus or with a statement, derived from the National Pupil Database. 

After the first year the sample will be made up of a panel consisting of previous respondents (who will each be re-contacted for two further annual waves) and a top-up using the original sample sources. BMRB has adapted NatCen’s original proposals on sampling – which included use of Disability Living Allowance and Child Benefit records – to account for the limited availability in practice of data held by other government departments in the context of tighter restrictions on data use.  Data restrictions meant it was not possible to draw a sample from these databases in time to produce the indicator for April 09, and it is likely that the NPD will be the only sample frame used in future surveys.   

The sample of parents was sent a questionnaire to assess their general experience of services for disabled children (aged 0 – 19) and the extent to which services for disabled children are delivered across the health, care & family support and education service sectors according to the five elements of the Aiming High for Disabled Children core offer. The elements of the core offer are: good provision of information; transparency in how the available levels of support are determined; integrated assessment; participation of disabled children and their families in local services; and accessible feedback and complaints procedures. 

The overall score is based on an average of fifteen sub-indicators which each cover an element of the core offer in one of the three service sectors of health, care & family support and education. So there are five sub-indicators covering information, transparency, assessment, participation and feedback respectively in the health sector; five covering information, transparency, assessment, participation and feedback respectively in the social care sector; and five covering information, transparency, assessment, participation and feedback respectively in the education sector.

Each of the fifteen sub-indicators is calculated based on responses to the relevant section in the questionnaire. Responses to each section of the questionnaire are used to identify whether respondents have received an 'acceptable level' of experience of the relevant services in the past twelve months. Respondents that have not had experience of relevant services in the past twelve months are excluded from the calculation of the sub-indicator.

The first national level indicator was published in May and has a baseline value of 59.  Indicator values for all 30 local co-operating local authorities and Sub-indicator values local target were published in June.

Issue and questions 

Q. Who will be asked to complete the survey?

A. The screening survey will be sent to a sample of parents of children on the National Pupil Database (NPD). This will enable us to identify parents of children who have a special educational need (SEN) and we are over-sampling from this group. We will also be deriving a random sample of parents whose children do not have a special educational need.  From the results of the screening, we will determine which households will receive the main questionnaire. In this way we will ensure that we reach a high number of disabled children, including those at the more complex end of need, and will also be able to reach some parents with children who would be considered disabled under the DDA definition but are not currently identified as having a special educational need.

Q. Where can I direct parents who have further questions or want help in completing the survey?

The BMRB Free phone number for questions or for help in completing the survey is 0800 158 2952 or parents can email healthandwellbeing@bmrb.co.uk. 
There are a number of telephone lines for parents who require help from a translator to complete the questionnaire:

Punjabi – 0800 158 2953


Urdu      – 0800 158 2954

Bengali – 0800 158 2955


Gujarati – 0800 158 2956

Somali –  0800 158 2957


Polish    – 0800 158 2958

Arabic   – 0800 158 2959


Hindi     – 0800 158 2960


Parents can also email healthandwellbeing@bmrb.co.uk in any of the above community languages.

Q. How can you be sure you’ll achieve an appropriate sample? 

A. The sample selection from the NPD will enable us to reach parents from a wide range of backgrounds and whose children have a wide range of disabilities. The NPD data covers children within a 5 to 16 age range, but as it will allow us to access households with children, we will be able to ask parents to complete the screening questionnaire for all children in the household. In this way we will be able to generate data for 0 to 5 year olds and 16 to 19 year olds. 

Q. How will you reach parents who find it hard to complete written questionnaires?

A. We are aware that some parents may find it hard to complete a fairly long paper survey – but taken in the round it is the best way of contacting the large numbers of parents which we need to include in the survey. In arriving at this decision we have undertaken a thorough, independent feasibility study and have tested the work with parents. Several questions have been dropped in order to make it a short as possible, while still covering the information that parents and stakeholders agree we need to ask. 

We acknowledge that some parents may face particular barriers with the questionnaire including those with English language and literacy needs. This is why at the first point of contact in the covering letter, we will invite parents in a range of community languages to phone a free helpline to complete the questionnaire with a translator. This helpline will also be available to any parent who wants support in completing the questionnaire or who has questions about the survey.  Details of the phone lines are listed above.

Q. What will parents do if they have other points they want to raise which aren’t covered in the questionnaire?

A. There is an open question at the end of the survey to capture any other points that parents want to express. In doing so we will need to consider how far we could complete meaningful analysis of such responses. 

Q. Parents are suffering from consultation fatigue – will parents actually complete this survey and wouldn’t it be better to run face-to-face conversations? 

A. We have decided through the feasibility research to run the survey as a large scale, quantitative, paper-based exercise. This will enable us to reach the largest number of parents in a cost-effective way. Local areas’ own work with parents to seek their views, using other means such as face-to-face sessions, will continue to be extremely important in understanding local situations and we will continue to encourage this. 

We recognise the value of face-to-face and qualitative work and have also planned for some customer insight sessions with small groups of a range of parents in every region. The first phase of these has already started and is exploring parents’ views on what they think will make an impact on their experience of services. The second phase will be developed to start once the first main questionnaires have been completed in order to explore in more depth why parents gave particular responses. Results from this work will be published once it is available. 

We are working with the Council for Disabled Children and Contact a Family on a communications plan so that we let parents know what to expect and to encourage them that this survey is worthwhile. 

Q. Will it be clear to parents that they are being asked to complete the survey because they have a disabled child? 

A.. Parents will receive the screening survey titled ‘The health and well-being of children and young people’ and will be asked questions to help us determine whether they have a child that would be considered disabled under the DDA definition and therefore should be included in the main questionnaire. They will not be asked whether they consider their child to be disabled. 

Q. Why is this survey being run centrally and not locally? Do local authorities have a part to play?

A. Until now there has been no single indicator to measure performance on service provision for disabled children at national level. Administering the survey nationally will help ensure that the process is carried out consistently across all areas and that it generates comparable data. It also avoids placing a new data collection burden on local authorities. 

We will, however, make sure that local authorities are well-briefed on the aims and content of the survey.  We recognise that some parents may turn to their local authority for advice and guidance on the survey, so we will be asking that local authorities pass on the helpline telephone to parents and answer any questions possible using this briefing. Local authorities may also want to make their local schools aware of this survey. 

We fully recognise that many local areas already have established or emerging ways to consult with and engage their local parents. This work will remain extremely important and useful to understand in more depth what local parents think of services in order to help local areas gain more insight into the national survey data.

Q. What will the data reports look like and what will they tell us? 

A. Each area will receive an overall score (a number between 0 and 100) as their rating of parental experience in their areas. This will be used as the basis for national comparison and for target setting where the indicator is part of a Local Area Agreement. We will be able to analyse the national level data by a range of factors including ethnicity, age of child and nature of child’s disability. 

Each area will also receive a breakdown of their survey results into 15 sub-indicators to show parental views under each of the five core offer headings and within each of the three service areas of health, education and social care.

All of this information will be published on a website and available to parents as well as other local areas. A provisional estimate of the national-level indicator (NI54) will be available in April, based on returns received by that time.  Detailed national-level results, together with results for the 30 local authorities which have either included NI54 in their LAA or adopted it as a local target, are due to be available in May.

Q. The survey is being tested through the process of rolling it out. Do you plan to review the methodology and learn from how it works in practice? 

A. Yes. We have planned for a review in spring 2010. There may also be lessons that we will want to take account of after the first collection in spring 2009 and before the full collection across all areas which will be completed by autumn 2009. This may include any issues of response by particular groups of parents. 


