
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Epilepsy Scotland  

Epilepsy Scotland works with people affected by epilepsy to raise awareness of 

epilepsy issues, ensure that services are developed to meet their varied needs and 

that their voice is heard.  It provides information, support and services to the 54,000 

people in Scotland who have epilepsy, and their families and carers.  The charity 

also informs and influences policies that affect the health, education and social 

welfare of these people.  

 

Epilepsy Scotland provides person-centered support services to people in the 

community.  We offer service users an opportunity to examine their current situation, 

identify what is working well and what they want to change.  Our approach assumes 

that service users can, with support, achieve greater independence, personal 

satisfaction and self-direction. Epilepsy Scotland thanks the Scottish Government for 

the opportunity to comment on this consultation.  
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Question 1  

What aspects of the current ILF worked well and what elements did not work so 
well? 
 

Over the years Epilepsy Scotland has supported a number of service users in receipt 

of ILF funding and has found their experiences of the ILF to be positive. The chief 

outcome of the Fund has been to give recipients more control over the services they 

access and their lives. 

 

Epilepsy Scotland believes the key strengths of the current ILF are its national and 

consistently applied eligibility criteria, the fairness and transparency of the 

assessment and review process, the portable nature of the support and the fact it is 

given in flexible direct payments and controlled by the recipient. A critical aspect of 

its success is simply that recipients are able to choose how to use the funding to 

greatest benefit, in consultation with their carer(s), guardians and social worker.  A 

further strength of the current ILF has been the consistency in allocated social 

workers, from initial interview and assessment to receipt of funding.  

  

Question 2 

Should the money that becomes available after existing ILF recipients no 
longer need it be used in the same way for others in the future? If so, why? If 
not, how else might the money be used?  
 

Epilepsy Scotland feels it is important that the money which becomes available through 

attrition continues to be directed towards supporting people with high level needs to live 

more independently.  It is clear in our experience and the experiences of other 

supporting organisations that the kind of support received through the ILF is critical to its 

recipients and without it they may be dependent on residential care, unable to work and 

unable to take part in social and civic life.  We understand that arrangements will 

continue for those already in receipt of funds. However we feel it is important that the 

main tenets of the ILF are maintained in any new Fund – eg. that support is nationally 

distributed, flexible, portable and awarded through co-produced assessment.  In 

ensuring this, we feel strongly that the new Fund should be distributed via a Third Sector 

trust or partnership body and not via Local Authorities as is the case in England.  



 

 

Question 3 

If the available resource is simply that which is transferred from the Treasury, 
how would you like to see it used if it was not to be a continuation of the existing 
approach?  
 

Epilepsy Scotland believes that funding allocation must be based upon individuals’ 

need; that it should targeted towards those with the highest level of needs and 

preserves the overarching principles which helped to ensure the success of the 

former ILF.  We also believe any new Fund must be efficiently administered.  

 

The consultation proposes that a new Fund could allow for short-term preventative 

spending on lower levels of need.  Whilst appropriate for some, this approach may 

not be of sustained benefit in enabling those with severe disability and high level on-

going needs, such as with complex epilepsy and neurodegenerative conditions, to 

live more independently – e.g. the kind of client group which has been the focus of 

ILF funding to date.  

 

 

Question 4 

What innovative ways might there be for increasing the overall amount of money 
in the pot?  
 
This consultation appears to ask respondents to identify a good model of support to 

fit the resource available. However from the point of view of our service user 

recipients and those who support them, the foundations of a good model already 

exist in the principles of the ILF.  Those principles have been demonstrated to help 

meet the complex needs of those who receive it, in a fair and flexible manner.  The 

issue is about resourcing the model rather than substantially changing it.  The 

Scottish Government has clearly stated its support for the Vision for Independent 

Living in Scotland and the promotion of citizenship, choice, dignity and equality for 

disabled people and safeguarding their human rights.  If this is the case it is 

therefore incumbent upon the Government to ensure this approach is fully 

resourced.   

 



 

 

Epilepsy Scotland believes that efficiencies could be generated depending on the 

model of delivery.  We understand that a third sector partnership distribution could 

disburse the Fund at a lower cost than the current UK Government level of spend on ILF 

administration in Scotland, and more efficiently than a proposed Local Authority model.  

A focus on those with the highest level of need and tighter eligibility criteria for a new 

Fund would also help to streamline the Fund to operate within a smaller resource, 

however this would be at the expense of those who would have qualified under 

previous criteria. 

 

Question 5 

With any available resource, where is the most effective area to target resources 
which can have the biggest impact on an individual’s ability to live more 
independently?  
 

 
It is proposed that support from the new Fund would be given to individuals on a 

short-term basis. Epilepsy Scotland understands the financial imperative behind this, 

however the fact remains that enabling people with severe disability to live 

independently, even if that independence is a qualified one, is predicated on long 

term support which is not currently met by what is ordinarily afforded to them by their 

local authority.  The complex nature of peoples’ needs may mean that short term 

models of support do not translate into longer term gains in terms of maintaining 

individuals’ levels of independence or in fiscal terms. 

 

Notably for many people, ILF funding does not purchase support which is different in 

nature from that accessed via their local authority funding, ‘but is filling the gap’ by 

purchasing more of the same service(s) which allows the person to live more 

independently (eg. purchasing on-going sleepovers, such as in ‘Abby’s’ case study.)  

 

The idea of short-term intensive types of support for periods of transition until funding 

is “scaled back as the individual becomes more independent within their new 

situation” will be helpful to some, but not everybody will fit so neatly into this model. 

Similarly, the suggestion that one-off payments be used to purchase support 



 

 

technology – such as telecare – may be helpful in some cases and wholly 

inappropriate in others.   

 

With this in mind, rather than being prescriptive it is important that the Fund criteria is 

left flexible enough for people and their families/carers/guardians to decide what kind 

of short term or one-off support they require to access.  Only by this approach are 

the tenets of the Vision for Independent Living achievable.  In order to maximise 

independence and use resources in a targeted and cost effective manner it is 

essential that people are given a range of options so they and their families/carers 

can purchase according to need and maintain a person-centered approach. 

 
 

Question 6 

Once funding has been devolved to the Scottish Government, which option do 
you think will be most appropriate for Scotland?  
 
Epilepsy Scotland feels that Option 4, a new national trust or partnership within the third 

sector, would be the most appropriate model for Scotland. 

 

We believe that this would offer the best prospect of incorporating the views of disabled 

people as service users on how the Fund is delivered.  We feel it is vital that the Fund is 

administered on a national basis and retains its portable nature.  We would support the 

view previously outlined by SDSS and ILiS that it should have national eligibility criteria 

focussed on supporting and delivering independent living and that assessment and 

monitoring regimes should be flexible and transparent.  

 

Based on experience, Epilepsy Scotland shares the concern that giving responsibility for 

distribution of the Fund to Local Authorities may lead to localism of practice, inequality of 

access on a national scale and restrict portability and consequently the human rights of 

people with disabilities.  We are also concerned at the prospect of the Fund money not 

being ring-fenced within local authority budgets and consequently not wholly accounted 

for. 

 



 

 

We are already aware of instances where a Local Authority is advising carers of people 

in receipt of ILF that they must have costly legal guardianship of the individual in place 

before the ILF closes in 2015, as this will be a requirement of the local authority in order 

to continue the person’s funding.  This would suggest that some local authorities are 

second-guessing that they will assume responsibility for delivering the Fund and are 

already moving towards putting their own criteria into place. 

 

Epilepsy Scotland believes that by distributing the Fund through a third sector 

partnership it can be delivered at a low administrative cost and most importantly it will 

help to ensure consistent and co-produced assessments for individuals, equity of 

access and innovation in delivery.  

 


