
Email and letter submission to the Adult Social 
Care Survey for England 2014-15 consultation 
 
Dear Sirs 
 
In response to the consultation that is currently open on the changes to the Adult Social Care survey 
for England, a number of national charities are currently working together to establish a better 
system of data collection “by condition” in social care. I thought I should make you aware of this 
work as we are keen to see as much stratification and analysis as possible that allows us to track 
what is happening to people with different conditions and disabilities throughout the social care and 
health system.  
  
As an example, I have no idea how many people with Parkinson’s receive homecare, meals on 
wheels, direct payments, residential care or are charged for their care, because social care data is 
not collected by condition, but we do know from NHS data – because it is collected by condition - 
that they spend longer in hospital and are more at risk of emergency readmission than most people 
  
I’ve attached a briefing (below) we have prepared, and we would be very interested to see more 
condition specific data be reflected in the survey consultation questions – we are aware of the plans 
to stratify more by “primary support reason” and would encourage this to done but given these are 
only 12 generic categories, it certainly it seems if a more personalised survey is taking place it would 
be helpful to ask the person what primary condition or disability they have in order to allow the 
survey to provide some richer information on experiences, including around integration. For those 
with neurological conditions which are very complex, this negotiation between different services 
and the risk of falling between the cracks is one of the most frequent complaints we hear. 
  
I look forward to hearing from you, 
  
Yours sincerely, 
  
Donna O’Brien 
Social Policy and Campaigns Advisor 
Parkinson’s UK 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



                              
 

                                    
 
 
Briefing: ensuring appropriate social care data collection  
Local authorities must be required to capture an individual’s condition on assessment  
  
Our call 
Seven national charities; Parkinson’s UK, Sue Ryder, Epilepsy Society, the Neurological Alliance, 
Motor Neurone Disease Association, MS Society and Alzheimer’s Society, are calling on the 
government to require local authorities to collect and record information about an 
individual’s main and other disabling conditions when they are conducting social care 
assessments and arranging care packages. Without this data local authorities can’t assess 
their services for impact or efficiency, or plan for better services including with the NHS.  
 
The problem 
There is no nationally reliable dataset that allows us to identify the numbers of people 
living with specific conditions who are in receipt of, or may require, social care.  
 
Local authorities are unaware of the numbers of people with specific conditions that require 
specialist services living in their area. For example only 5% of councils know how many 
individuals with neurological conditions they care for. 1 
 
The lack of data is shocking. Without condition specific data local authorities will not be able to 
meet their new duty in the Care Act 2014 to make an accurate assessment of the needs of their 
local population and future demand; develop an appropriately skilled workforce; and, promote a 
diverse and quality provision of services for particular condition groups. This will impact on the 
choice of quality services, and outcomes individuals are able to achieve.  It will also hamper the 
ambition to bring health and social care services closer together, for example a joint approach to 
assessments and care planning under the Better Care Fund requirements. 
 
The campaign so far 
We saw the Care Bill as an opportunity to create a national and local dataset on how many people 
with specific conditions or disabilities are in receipt of social care services.2 At report stage in the 
Commons John McDonnell MP tabled an amendment to Clause 12 that would ensure regulations 
‘require the local authority when carrying out the assessment to capture an individual’s main and 
other disabling conditions’. The amendment did not go to a vote.  
 
In response, the Minister, Norman Lamb MP, stated that the amendment was not required 
“because the scope of the new powers in clause 12 already allows for the collection of such 
information if we choose to require it.”  
 
In a more detailed letter, the Minister has set out the Government’s current policy on the issue:  
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 Research from Sue Ryder “The Forgotten Millions” (2012).  

2
 For the purposes of this briefing we have concentrated on the lack of data for those with neurological 

conditions but the arguments will apply to those with other long term conditions. 
 



 It is up for local authorities to decide how to meet the duty of ensuring they are able to shape 
their local markets for care and support, promoting diversity, quality and sustainability. 

 Local authorities must have regard to ensuring they have appropriate information on needs in 
their area. 

 Statutory guidance to complement the Care Act 2014 will make it clear that local authorities 
should consider information and analysis of multiple and complex conditions.  

 Local authorities are required to submit aggregate data to the Health and Social Care 
Information Centre. From 1 April 2014 local authorities will be required to record improved 
information on why people need care and support. Local authorities are required to collect 
data on Autism and Asperger’s and will be encouraged to collect data on other conditions 
including  stroke, Parkinson’s, motor neurone disease and another category for other 
neurological conditions..  

 Local authorities are also required to record the reason that each client requires support. 
 
The solution 
 
While these developments are welcome, we believe that national guidance on the implementation 
of the Care Act should explicitly require local authorities to collect condition specific data across a 
full range of conditions, and not just those singled out by the Health and Social Care Information 
Centre. This will enable a more fully formed national dataset to be gathered which is not left to 
local variation. With local authorities already required to record the reason a client requires 
support, as set out in the Minister’s letter, this should not be too onerous. 
 
The Government has also committed to developing a neurological dataset. We are pleased the 
first phase of this was launched in March 2014.3 The National Audit Office and Public Accounts 
Committee has demonstrated that neurological services would only improve if there was data 
available upon which to measure progress.4 This new dataset has published health data that is 
already available within the system. We would like to see a commitment to see this evolve to 
include social care data. Our call for condition specific data collection would put in place a 
mechanism to make this possible.  

 
Making the detailed case 
 
The needs of those with neurological conditions are complex and as a result need tailored support 
from multiple general and specialist services including the NHS, adult social services and the 
voluntary sector.  We often hear from our service users that their lack of access to specialist 
support has led to the insufficient management of their condition, a feeling of isolation and a lack 
of certainty about the future.   
 
Social care is most often talked about in relation to daily and independent living needs 
rather than diagnosis or clinical treatment and therefore collecting data on individuals by 
condition (or conditions) can be viewed as irrelevant. 
 
We disagree. Whilst we understand the rationale to prevent the medicalisation of people, we 
believe that this has adverse consequences. It fails to predict someone’s future needs and support 
for the future.  
 
1. Accurate data is essential to enable local authorities to make informed funding decisions and to 
provide an overall figure for the cost of neurological social care services.  
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 This can be accessed via the Health and Social Care Information Centre 

http://www.hscic.gov.uk/catalogue/PUB13776 
4
 NAO report on access to neurological services http://www.nao.org.uk/wp-

content/uploads/2011/12/10121586.pdf and Committee of Public Accounts service for people with neurological 

conditions http://www.publications.parliament.uk/pa/cm201012/cmselect/cmpubacc/1759/1759.pdf 

http://www.nao.org.uk/wp-content/uploads/2011/12/10121586.pdf
http://www.nao.org.uk/wp-content/uploads/2011/12/10121586.pdf


 
2. It is essential that care packages are tailored appropriately and consider the specific needs of 
individuals with different conditions. Without accurate data it is impossible for local authorities to 
know if the services people are receiving are appropriate. 
 
3. If local authorities are unaware of the numbers of those with neurological conditions in their 
area it is impossible for them to plan ahead to shape and stimulate the social care market.  

4. The introduction of the cap on care costs and eligibility threshold will make it crucial to see 
which conditions are more likely to be accruing expenditure towards the care cap or eligible for 
support due to their long term and progressive or intensive needs.   
 
5. As already noted it is not consistent to argue that social care data is not needed by condition 
when overnment has committed to developing a neurological data set to capture resources, 
services and outcomes, including linking health and social care data using an individual’s NHS 
number.5 Disability benefit data (Attendance Allowance, Disability Living Allowance and 
Employment and Support Allowance) is recorded by condition and hospitals also record data by 
condition on admission. 

6. At report stage of the Care Bill in the House of Lords the government tabled an amendment to 
“require assessors who are trained but may not have experience of carrying out an assessment 
for a specific condition to consult a person with experience in that area” thus recognising the 
importance of condition specific knowledge in the social care assessment process. 
 
7. Condition specific data would enable local authorities to carry out risk stratification work. This 
would enable local authorities to identify high risk individuals at a much earlier point and ensure 
services are in place to reduce the likelihood of unplanned admission or other crises requiring 
intensive, high cost interventions. 
 
8. Condition specific datasets are used widely by the NHS.  Capturing complimentary data on use 
of social care services will enable Government to take a holistic view across the health and social 
care system on expenditure, outcomes and trends.  
 
For more information 
Please contact Lotte Good, Senior Policy and Campaigns Officer, Sue Ryder: 
charlotte.good@sueryder.org or 020 7554 5939.  
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 Public Account Committee’s report services for people with neurological conditions 

http://www.publications.parliament.uk/pa/cm201012/cmselect/cmpubacc/1759/1759.pdf.  
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