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Introduction 

The National Deaf Children’s Society (NDCS) is the national charity dedicated to creating a world without barriers for deaf children and young people. We represent the interests and campaign for the rights of all deaf children and young people from birth until they reach independence. There are over 45,000 deaf children in the UK. 
NDCS is a member of the Disability Benefits Consortium (DBC) and the Every Disabled Child Matters Campaign (EDCM) and intend our response to provide additional evidence in support of their submissions.
By deaf, we mean anyone with a permanent or temporary hearing loss. This could be a mild, moderate, severe or profound hearing loss. The term deaf does not presuppose the use of any one communication method and could refer to children who communicate orally or through sign language. We also include children who have a hearing loss in one ear. 
Chapter 3 questions – Eligibility

Q1
Does our approach on the linking rules support the policy intention of providing continued support to those with a long term conditions which can fluctuate or deteriorate in the most reasonable and effective way? If you don’t agree, please tell us why and what an alternative approach could be?
In general, deafness tends to be a relatively stable condition but some young people do experience fluctuations and deterioration in their hearing. In addition, many deaf young people have other conditions which may fluctuate. NDCS is not convinced that limiting the linking period for claims based on fluctuating conditions to one year is appropriate, as many conditions may have longer periods of remission before relapsing. We would prefer the linking period to remain at two years. 
NDCS is also concerned that the proposal to require the qualifying period to be re-satisfied where a claim is based on a new condition may cause difficulties. Claimants with multiple medical conditions will often have a range of disabilities that interact in complex ways, and it may be difficult to identify which medical condition is causing a particular need for personal care. For example, a deaf claimant may be able to communicate reasonably well by signing or lip-reading. If the claimant then begins to lose their sight they may become unable to use these methods of communication, but it is not clear whether the additional need for communication support is due to the pre-existing deafness or the newly developed blindness. 

Although we understand the policy considerations behind the proposed linking rules, in our view, introducing different linking rules for relapsing conditions and newly developed conditions is likely to lead to complexity and confusion, both for claimants and for decision-makers, and is unlikely to lead to substantial savings. We would recommend that the linking rules for Personal Independence Payment (PIP) should be the same as the current rules for Disability Living Allowance (DLA).
Q2 
Are there specific matters regarding this age group that would warrant a different approach?

NDCS does not deal with clients in this age group.

Q3
Do you think we should do something different from our proposed approach to ensure transition at age 16 works effectively? 

It is important to recognise that young people aged 16-24, and especially those at the lower end of this age range, are a distinct group with unique and special needs. Young people often find it harder to talk about the barriers they face and are less likely to accurately describe the impact their disability has on their daily life. Young people in general are keen to assert and emphasise their independence, but in reality different young people of similar ages may be at very different levels of maturity, irrespective of the impact of their disabilities. 

In most cases a claim for PIP at 16 will be the first benefit claim the young person has made in their own right. Although in many cases they will have support from parents or other adults, this will not always be the case, and it is important to recognise that young people dealing with the benefits authorities for the first time will have particular difficulties.
NDCS remains concerned at the small number of young people consulted about the detailed design of PIP. We understand from Departmental officials that only 18 young people were involved with the independent research company and feel that this is insufficient to ensure that the claims process adequately meets the unique needs of deaf young people. Disabled young people are not a homogenous group and the needs of deaf young people require specific and detailed attention. 
The process proposed for people making the transition from DLA to PIP at age 16 should avoid any gaps in payment during the transition. We welcome the proposal to extend entitlement to DLA until a decision is made on the claim for PIP. However, we note that paragraph 3.18 of the consultation document appears to imply that indefinite awards of DLA to young people will be terminated at age 16. We accept the logic of terminating DLA at 16 once PIP is up and running for all adults, but we cannot see any reason to treat existing indefinite awards of DLA to children differently to the managed reassessment of indefinite awards to adults. If it is intended that all children will have to claim PIP as soon as they are 16, we would be opposed to this, and would recommend that existing DLA awards that run beyond the 16th birthday should be dealt with under the managed reassessment process from January 2014.
We are concerned that the emphasis on telephone contact during the claim process will cause particular problems for deaf young people. In many cases young people who would otherwise largely be able to deal with their own claims will have to rely on hearing parents for this telephone contact. This does not sit comfortably with the concept of personal independence or equality of access. 
We are unclear as to how easy it will be to arrange for contact with the Department for Work and Pensions (DWP) to be otherwise than by phone. Although some of the discussions we have had with Departmental officials have indicated that this will be fairly straightforward to arrange, other discussions have suggested that contact by other methods will be very rare. It is clearly inappropriate to rely on telephone contact when dealing with deaf claimants, and we would recommend that, where it is known that the young person is deaf, contact in writing should be the default approach. We are particularly concerned that it is not clear how the first contact with the Department should be made if the phone is inappropriate. It has been made clear that a third party will only be able to speak on a claimant’s behalf if the claimant is present and can give verbal authority over the phone. This is simply not going to work if the claimant’s disability or use of sign language means that they cannot give authority by phone.
NDCS would regard a failure to provide an alternative means of contact to deaf young people as unacceptable and discriminatory. Consideration must be given to alternative forms of communication at all stages of the claiming process. An obvious form of communication that many young people use extensively is SMS texting. Clearly this is not appropriate for long or complex communications, but for simpler messages, such as reminders about the deadline for returning the claim forms, it should be adequate. The great majority of young people have mobile phones, and, for our clients, texts have the advantage of being independent of the ability to hear. We note that in discussions with officials mention has been made of using textphones, but relatively few deaf people use textphones, particularly those who communicate in sign language, and we are concerned that textphones should not be seen as a major method of communication with deaf young people. Alternative means of contact include email and live web chat and we urge the Department to consider these alternative options.  
We would also like to highlight that face to face assessment for benefits can be a very stressful experience for deaf young people and can harm their self esteem. Many will not be able to present accurate information on the impact of their disability to an unfamiliar professional. NDCS’s experience  shows that deaf young people are often likely to simply answer ‘yes’ or ‘no’ to a question they haven’t understood rather than to seek clarification of the question giving assessors an inaccurate picture of their abilities. Young people who are still coming to terms with being deaf and developing a deaf identity, may also play down the impact that being deaf has on their lives. This is especially the case for those who have experienced bullying or discrimination as a result of their disability. We therefore, recommend that assessment questions are tailored for deaf young people in order to obtain accurate answers. 
It will also be important that assessors are trained both in deaf awareness and in meeting the specific needs of young people. It is essential that the purpose of the assessment and the ways in which the information gathered will be used is adequately explained. Deaf young people, especially those who rely on lip reading, will often have difficulty following a conversation unless the subject is properly introduced and put into context.  This information should be provided in advance, including details of the questions likely to be asked so far as possible. Assessors will need to be able to understand how deaf young people communicate and will need to have appropriate communication aids and/or interpreters available.
In the assessment deaf young people are likely to be accompanied by another individual or family member for support who may provide informal communication support. This may include using signs or repeating questions, as an unfamiliar professional may be harder to lip-read. This may give the professional carrying out the assessment an unrealistic view of the child or young person’s ability to communicate in unfamiliar situations with strangers. Assessors will need to be able to pick this up during the assessment.
No assessment should go ahead if the claimant has requested any form of communication or language support and this is not available.  Assessments should be adjourned for support to be provided if it becomes apparent that there is any difficulty in communicating, whether the claimant has requested support in advance or not.
It is also important that young people feel comfortable with the setting in which assessments take place. One way of helping to achieve this is through carrying out the assessment at the young person’s home. We are concerned that at present it appears that domiciliary assessments will only be provided to those who are physically unable to attend an assessment centre. We would recommend that domiciliary assessments should be offered to all claimants where this is likely to help produce an accurate assessment by reducing stress on the claimant. 
The information products the Department produces for claimants must include materials targeted at and accessible to deaf young people. A sign language interpreted version should also be made available.  
Q4
Do you agree that it is sensible to move towards a habitual residence test to simplify the claiming process by aligning with other benefits?

Q5
Do you think a requirement that a claimant must have been present in Great Britain for two years out of the previous three years is reasonable in order to demonstrate a long standing affiliation to Great Britain? Would a longer period be more appropriate? And if so what do you think that longer period should be and why?

Q6
Do you think that serving members of Her Majesty’s Forces and their families should be treated as habitually resident in Great Britain when serving and stationed abroad?

Q7
Is the period of four weeks temporary absence from Great Britain sufficient? If no – why do you think the absence should be longer? And what do you think that longer period should be (and why)?

Q8
Is six months temporary absence for medical treatment sufficient?  If no - please explain why you think this period should be extended. And to what period?

Q9
Are there any other circumstances when you think the temporary absence period should be longer? 
It is clearly sensible for the residence and presence rules to be the same for both PIP and DLA. As the majority of our clients are under 16 and will continue to claim DLA, we have dealt with Questions 4 to 9 in our answers to Questions 19 to 25.
Chapter 4 questions – Payability of Benefit

Q10
Our approach to people over the upper age limit is designed to strike the right balance between claimants’ needs and our intention to make Personal Independence Payment affordable and sustainable in the future. Do you agree our approach achieves those aims? If you disagree, please tell us what approach would achieve the right balance.

Q11
Do you have any views on our proposal to take forward into Personal Independence Payment the approach taken by DLA and AA in relation to residency in care homes and in-patient care in hospitals? 

Q12
Have we correctly identified that there would be duplication of funding if we continued to pay Personal Independence Payment while someone is in prison or legal detention?

Q13
Do you agree that Personal Independence Payment should carry on in payment for 28 days to allow disabled individuals to settle outstanding disability related costs? If not, why not?  What alternative period do you think we should consider?

Q14
Do you agree that two periods of imprisonment should link if there has been a gap of less than one year? If you disagree that periods of imprisonment should link please tell us why. If you agree that they should link but think it should cover a different period please suggest an alternative period.
We have little experience of the issues covered by these questions and we have therefore chosen not to answer them.
Chapter 5 questions – Reassessing existing DLA claims

Q15
There will be limited appeal rights against the decision to terminate DLA and safeguards will ensure that people who genuinely were not able to claim Personal Independence Payment within the time limits will be able to re-engage with the claiming process without penalty. Is this a fair and proportionate approach to ensure people engage with the claiming process?
NDCS welcomes the commitment the Department has made to issuing repeated reminders of the need to claim PIP and to continuing to pay DLA until either a claim is made and processed or several reminders have failed to elicit a response. Telephone reminders will be inappropriate for many deaf young people. We would suggest that telephone reminders be replaced or supplemented by text messages or email reminders to deaf claimants.
The outline of the process set out in the consultation document seems to be a reasonable approach. However, it is important that there are real safeguards for those who have difficulty in engaging with the claiming process, and the grounds which can be accepted as good reason for not claiming within the time limit must be widely drawn and sensitively interpreted. This is particularly important for claims from young people reaching 16, who will not be used to dealing with their own benefit claim and where there is the potential for confusion and misunderstandings as a result of the claimant changing from the parent/carer to the young person themselves. The fact that a claim cannot be made until the claimant ‘s 16th birthday does mean that the time for claiming is in practice shorter for young people transitioning to PIP from DLA than for other claimants moving to PIP at the end of fixed term DLA awards. Older claimants will be notified before their DLA award ends and will be able to lodge the claim for PIP and have it processed by the time the DLA ends. A young person approaching 16 cannot claim PIP until the DLA award would normally end. The protections in the system to ensure that DLA continues until the PIP claim is processed must be particularly robust for young people, especially as the need to change the claimant, and the payee, must make this process more complex and offer greater possibility of error.
Q16
Do our plans and timetable to reassess people for Personal Independence Payment appear sensible and reasonable? If not, what changes do you think we should consider introducing?

NDCS feels that the proposed timetable is overly ambitious. We note that the proposed Pathfinder exercise runs from October to December 2013, followed immediately by the start of the full reassessment programme in January 2014. This timetable does not appear to us to give any real time for evaluating the Pathfinder exercise and incorporating the lessons learned into the main programme. We note that Departmental officials are telling us that in some cases the wording of letters has to be finalised in the next few weeks if the system is to be ready for April 2013. This does not suggest that it will be possible to quickly make changes to incorporate improvements derived from the Pathfinder exercise.

We also note that it is intended to randomly select those claimants who will take part in the Pathfinder exercise, and we are concerned that random selection may not provide sufficient information about specific types of impairment. Disabled young people are not a homogenous group and the needs of deaf young people require specific and detailed attention.
We would suggest that the pilot exercise should be longer and involve more claimants. We would also recommend that the Pathfinder process must include sufficient numbers of both deaf people and young people to provide adequate data to evaluate the Pathfinder exercise before the main exercise begins. Finally there must be sufficient time to evaluate and learn from the pilot before the main reassessment process begins.
Q17
We intend to build in a process to help us identify claimants who may need additional help to claim, for example those with learning difficulties or mental health problems who do not have an appointee. Although this process will not be subject to regulations, we would be grateful for any views on this proposal and how best to identify those people who need additional support from the Department or from other organisations.
There are several ways in which claimants likely to have a need for additional help in claiming can be indentified. It is important that all staff involved in the claim process, whether dealing with fresh claims or with those moving over from DLA, are sensitive to, and actively looking for, indications of difficulties with the process. In some cases the claimant’s disabilities will suggest a potential need for support in claiming (e.g. learning difficulties or sensory impairments), in other cases it may be apparent from the initial telephone contact that, for example, the claimant’s first language is not English and additional help may be needed. Information held for the purpose of other benefit claims may be of assistance, for example if a claimant has an appointee for their ESA claim they are likely to need one for their PIP claim.
In our view, young people as a whole are a group that may require additional support to claim, and this is especially true for those moving on to PIP at 16 years old. As discussed above, in most cases the claim for PIP will be the first claim a young person makes in their own right and they will have no experience of managing their own claim or dealing with the DWP. There are also issues with the way young people tend to emphasise their independence and understate their disabilities.
With regards to deaf young people, it is essential that adequate and appropriate communication support is available throughout the process. Responsibility for ensuring this happens should explicitly lie with the Department. Although, in some cases this may be provided by a parent or carer, the Department must ensure that appropriate support is made available by the Department. This applies to the initial contact, to completing the claim form and to the face-to-face assessment. Those dealing with claimant contacts and making arrangements for assessments need to be aware that deaf young people make use of a range of communication support, and need to ensure that claimants are encouraged to ask for whatever support they require.
It is important to recognise that claimants may need differing types or levels of support at the various stages of the process. For example a deaf young person may require help to deal with the initial telephone contact but may be able to complete a paper or online claim form without any support. They may then require communication support for the face-to-face assessment. Those dealing with the claims process must be sensitive to the claimant’s changing need for support as they move through the process and at each stage care must be taken to ensure that appropriate support is offered and available.

It is equally important that those engaged in carrying out assessments are aware of the impact of the environment on communication. In general, the assessments are likely to be conducted in a quiet room with only the assessor, the claimant, and perhaps a parent, carer or companion present. Communication in such a setting will often be very much easier than it would be in an environment with significant background noise or in a group conversation, and the communication support available for the assessment may not always be available in other settings. 

Q18
Our plans include procedures and rules to ensure that everyone invited to claim Personal Independence Payment will be repeatedly reminded before their benefit is first suspended and then terminated. Are there any other matters we should consider to ensure that everyone currently on DLA who may be entitled to claim Personal Independence Payment does so, and within reasonable time limits?
NDCS welcomes the commitment to issue repeated reminders before benefit is suspended or terminated. We would, however, prefer a process that would bypass the need for a claim for PIP and move directly to the assessment stage for those moving over from DLA. It seems highly unlikely that there will be many current DLA claimants who will not wish to claim PIP or who will not meet the basic conditions of entitlement for PIP, and it does not appear to us that the initial claim form stage is necessary. It appears to us that automatically moving to the assessment stage would be a more cost-effective and administratively simpler and quicker approach. We are therefore puzzled as to why the Department have opted to take a more bureaucratic approach that will result in delays in getting help to deaf young people who need it.
We are particularly concerned about the potential for young people to drop out of the system as they reach 16. We understand that around 20% of young people with DLA awards expiring on their 16th birthday fail to make a claim for DLA after 16. Introducing an extra stage to the claim process does not seem likely to reduce this percentage.

We welcome the Department’s commitment to repeated reminders about the need to claim PIP and to extending payment of DLA whilst reminders are being sent. However, we remain concerned that young people will continue to fall through the gaps. We would urge the Department to consider the use of alternative methods of communication such as SMS text reminders or email to minimise the number of young people who do not attempt to claim PIP at 16.
In some cases, reminders may not be successful in getting DLA claimants to make claims for PIP. One possible approach that may be more successful in some cases, would be to attempt to visit claimants to encourage claims. This will not always be successful, and potential communication problems could obviously arise in relation to deaf young people, but the Pensions Service adopted a similar approach when Pension Credit was introduced, apparently with considerable success. We would recommend that consideration be given to making visits to claimants who do not respond to the invitation to claim PIP, especially where there are indications that the claimant may have additional difficulties in claiming.
Chapter 8 questions – Residence and past presence tests

Q19
Do you think claimants should have to satisfy a habitual residence test instead of the ordinarily resident test?

NDCS does not deal with residence issues and accordingly we have not answered this question.
Q20
Do you think a requirement that a claimant must have been present in Great Britain for two years out of the previous three years is reasonable in order to demonstrate a sufficient affiliation to Great Britain? Would a longer period be more appropriate?
Q21
Do you think that children should have to satisfy a shorter past presence test?  What would be a reasonable test for children? 
With both of these questions NDCS is concerned that children, and to a large extent young people, have far less choice about where they live than older adults. Children will generally move with their parents, and this is also true of young people under 18, although this tendency clearly progressively diminishes with age.

In our view, the test should remain as at present for children and young people under 18. Whether the required period of presence in the UK is extended as proposed or stays the same, we would recommend that people under 18 should be able to satisfy the presence test if either they or their parent or guardian has been present for the required period. This addresses the issues that arise where a parent moves to the UK, but does not bring their family over until they have established themselves in employment and suitable accommodation. 
Q22
Do you think that serving members of Her Majesty’s Forces and their families should not be expected to be habitually resident in Great Britain?
We agree that serving members of Her Majesty’s forces and their families should be treated as habitually resident in the UK, or ordinarily resident if the current test is retained.
Q23
Is the period of four weeks temporary absence from Great Britain sufficient? If no – why do you think the absence should be longer?
In NDCS’s view the proposal to limit temporary absences abroad to four weeks is too restrictive. There are significant numbers of people who, whilst fully committed to living in the UK, retain ties with their country of origin, or who have family members who have moved abroad, and may wish to take occasional extended absences from the UK to visit family abroad. Again, we are concerned that young people under 18 will often have little real choice about accompanying their parents if they go abroad. We would recommend that benefit should not be withdrawn during an absence abroad of up to 26 weeks.
We would also recommend that provision should be made for extending the period allowed where there are unavoidable delays in returning to the UK. A recent example where many people were delayed in returning to the UK would be the Icelandic volcanic eruption and the consequent difficulties for those intending to fly to the UK. Some leeway might also be allowed where the claimant or a member of their family fell ill and was unable to return on schedule.

Q24
Is six months temporary absence for medical treatment sufficient?  If no - please explain why you think this period should be extended. 
This issue does not particularly impact on our clients, but we do not see any pressing need to change the current arrangements whereby an indefinite absence for medical treatment is permitted, but only with the Secretary of State’s consent.
Q25
Are there any other circumstances when you think the temporary absence period should be longer for instance for people over state pension age? 
As we do not deal with people over pension age we are not answering this question.
Chapter 9 questions – Impact assessment

Q26
What impact could our proposals have on the different equality groups? 

Q27
What else should we consider when developing our policy?


We note that one of the objectives behind the introduction of PIP is to achieve a more transparent system. However, we also note that in the discussions that have taken place over the design of the claim process it has been clear that it is not intended to automatically provide claimants with details of the descriptors and scoring system, nor is it intended that the questions on the assessment questionnaire will relate directly to the descriptors. We cannot see how claimants can be expected to understand the system and to know what they need to show in order to qualify for benefit, if they are not provided with this information. This is particularly the case at the outset of the new system, and in the longer term for those moving from DLA to PIP at the age of 16. People who have been on DLA for some time are likely to be reasonably familiar with the disability tests for DLA. We cannot see how they can be expected to provide relevant and accurate information for the PIP assessment unless they are given details of how that assessment works and how the points system operates.

The proposal that the assessment questionnaire  will not deal explicitly with all 11 areas of activity, but will instead combine  these into 5 or 6 groups is also misguided in our view. There has been widespread criticism of the ESA50 questionnaire, not least from Professor Harrington, and from some Upper Tribunal judges, for not accurately and explicitly reflecting the descriptors in the questions asked. The proposed design of the PIP questionnaire repeats this problem and risks impacting on the standard of decision making and unnecessarily increasing the number of reconsiderations and appeals.

We would recommend that claimants should be given full details of the assessment process and points system, either on the claim form itself or in the accompanying information. We note that in recent discussions with Departmental officials there seems to be some recognition of this, and a willingness to think again about the design of the form and how much information should be provided to claimants, and we welcome this. 
