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1. 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 and three more are born every day. 

NDCS believes that the family is the most important influence on a deaf child's development. NDCS supports the deaf child through the family as well as directly supporting deaf children and young people themselves. 

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 just one ear.

Human Rights Council Resolution 31/6 requested that the Office of the United Nations High Commissioner for Human Rights (OHCHR) prepare a study on Article 13 of the Convention on the Rights of Persons with Disabilities (CRPD)
. 

For ease of reference, Article 13 of the CRPD provides that:

"States Parties shall ensure effective access to justice for persons with disabilities on an equal basis with others, including through the provision of procedural and age-appropriate accommodations, in order to facilitate their effective role as direct and indirect participants, including as witnesses, in all legal proceedings, including at investigative and other preliminary stages. 

In order to help to ensure effective access to justice for persons with disabilities, States Parties shall promote appropriate training for those working in the field of administration of justice, including police and prison staff"
. 

This submission draws on evidence collated from First Tier Tribunal cases undertaken as part of the Disability Living Allowance Appeals Project (Project), the aim of which is to provide legal support and representation to the families of children with hearing impairments who have had their claims for Disability Living Allowance (DLA) refused. The Project has been highly successful. To date, 54 cases have been undertaken as part of the Project and 34 out of 38 completed cases have had a successful outcome. 
This submission uses examples from cases undertaken as part of the Project. The names of the children have been changed to protect confidentiality.
NDCS welcomes the opportunity to provide input to the OHCHR in relation to its study on the right of persons with disabilities to equality and non-discrimination. The following sections provide a response to Questions 1a), 2a) and 2 b)
.
2. Background
DLA is a UK social security benefit paid to eligible claimants who have personal care and/or mobility needs as a result of a mental and/or physical disability
.  It is tax-free, non-means-tested and non-contributory. Following the UK Government's welfare reform programme
, the only claimants now eligible for DLA are those born before 8 April 1948 or those who are under the age of 16. The Project is focused on DLA for children aged under 16. There are two parts to DLA: (a) the care component; and (b) the mobility component. The rate of DLA awarded will depend on the extent to which the disability affects the claimant. The majority of the cases undertaken as part of the Project have been eligible for middle rate care component and lower rate mobility component. 

DLA is vital for families of deaf children. Flaws in decision making processes which lead to unreasonable refusals of DLA results in families being unable to pay for the additional support that their children need, and leaves children vulnerable to isolation, bullying, low levels of achievement, unemployment and poverty in later life. Deaf children already have significantly poorer life outcomes than their hearing peers. 
DLA applications are considered by the Department of Work and Pensions (DWP)
.  Where the DWP refuse an application for DLA, the decision-maker is obligated to provide reasons for their decision. If the family is not satisfied with the DWP's decision, they can request a revision of the initial decision within one month of receiving notification of the DWP's original decision. If the DWP's decision is still deemed unsatisfactory by the family following the mandatory reconsideration, it is possible to appeal to the First Tier Tribunal. In cases undertaken as part of the Project, the DWP will have performed the mandatory reconsideration and maintained the decision not to provide DLA. 
As a public authority, the DWP is bound by the Public Sector Equality Duty under section 149 of the Equality Act 2010 (2010 Act)
.  This means that, when exercising its functions, the DWP must have due regard to the need to eliminate discrimination, advance equality of opportunity between persons who share a relevant protected characteristic and persons who do not share it, and foster good relations between persons who share a relevant protected characteristic and persons who do not share it. NDCS have collated substantial evidence which suggests that numerous DWP decisions have been made without proper regard to the Public Sector Equality Duty, and submit that this amounts to indirect discrimination as per section 19 of the 2010 Act
.   
3. Legal Framework

The core relevant legislation relating to DLA can be found in sections 71 to 73 of the Social Security Contributions and Benefits Act 1992 (as amended) (1992 Act)
.  Section 72 of the 1992 Act sets out the requirements for eligibility for the care component of DLA, and provides that a child will be eligible if he or she is:
a) either so severely disabled physically or mentally that, by day, he or she requires from another person frequent attention throughout the day in connection with his or her bodily functions;

b) or so severely disabled physically or mentally that at night he or she requires from another person prolonged or repeated attention in connection with his or her bodily functions; and

c) has these requirements substantially in excess of the normal requirements of persons of his age
. 
Section 73 of the 1992 Act sets out the requirements for eligibility for the mobility component of DLA, and provides that a child will be eligible if he or she:
a) is at least five years of age;

b) is able to walk, but so severely disabled physically or mentally that, disregarding any ability he or she may have to use routes which are familiar to him or her on his or her own, he or she cannot take advantage of the faculty out of doors without guidance or supervision from another person most of the time;

c) requires substantially more guidance or supervision from another person than persons of his or her age in normal physical and mental health would require, or persons of his or her age in normal physical and mental health would not require such guidance or supervision; and

d) has satisfied the relevant condition for three months immediately preceding the award, and be likely to satisfy them throughout the period of six months following
.  
NDCS is concerned that the DWP frequently misunderstands aspects of this legislation and, as a result, misapplies its provisions in a way that disadvantages deaf children and their families. 
Due to the UK Government's welfare programme, there is relatively limited case law in relation to DLA. However, the UK courts have provided important clarification as to the interpretation of the provisions outlined above, and, of these, there are a number of cases of particular significance to deaf children, details of which have been provided below in answer to question 2(b) of the Questionnaire. In our experience, these cases are frequently overlooked by the DWP in their decision-making, to the detriment of deaf children and their families. 
This lack of understanding by decision makers means that deaf children are treated unfavourably as a result of their deafness and are, therefore, at a "substantial disadvantage" within the meaning of the 2010 Act in accessing DLA
.  
4. Response

1(a)
Does your country have laws, policies or guidelines on access to justice which ensure persons with disabilities can participate in judicial and administrative proceedings on an equal basis with others.

2(a)
Do you have examples from your country on how procedural and age-appropriate accommodations are provided and applied, including protocols or other guidelines.

NDCS has identified numerous issues with the DLA1A claim form (Claim Form)
 , notably that the drafting and layout of the Claim Form does not currently allow deaf children (and their families) to participate on an equal basis due to the lack of opportunity to provide information as to the specific care needs of deaf children.

Question 1(a) of the Questionnaire has been considered in conjunction with question 2(a), and therefore the suitability of the information booklet, which prefaces the Claim Form and acts as a guide to parents as they complete the Claim Form (Information Booklet), will also be addressed here
.  

Of a total of 53 questions that comprise the Claim Form, only one question (Question 45) relates specifically to deafness. A further two questions (Questions 46 and 47) are potentially relevant to children with hearing difficulties, in so far as their deafness hinders their ability to communicate. Similarly, the Information Booklet provides very limited examples relating specifically to hearing loss, despite providing extensive examples and advice in relation to other disabilities. Parents of deaf children struggle to identify the information that they should be providing with regards to the level of assistance that their child reasonably requires, and therefore do not always provide all relevant information when filling in the form. 

Question 32 of the Claim Form is the key question relating to the mobility component of DLA, and asks whether the child needs "guidance or supervision most of the time when they walk outdoors".  The tick boxes ask whether the child can:

· find their way around places they know;

· ask for and follow directions;

· walk safely next to a busy road;

· cross a road safely; and

· understand common dangers outdoors.

Question 32 also asks whether the child regularly:

· becomes anxious confused or disoriented;

· displays unpredictable behaviour;

· needs physical restraint; or 

· refuses to walk.

The guidance offered in the Information Booklet in relation to this question does not afford any examples of guidance and supervision that may be relevant to children with hearing loss. Cochlear implants and hearing aids do not allow for differential in sound and all sounds are transmitted at the same level, making it extremely difficult for deaf children to detect the speed and direction of traffic in the same way as their hearing peers will be able to. Deaf children are unlikely to be able to hear warning shouts against background noise, and where this is the case, close and constant adult supervision will be required. 

In order to encourage parents to include all of the needs that their child has in relation to the mobility component, the Information Booklet should contain more deaf-specific examples tailored to the type of obstacles faced by children with hearing impairments and the type of additional supervision they may require, in order to indicate to parents of deaf children how best to demonstrate the extra guidance and supervision that their child requires as a result of his or her hearing loss.

Question 37 of the Claim Form asks whether the child needs "encouragement, prompting or physical help to get into or out of or settle in bed during the day".  Parents must then estimate how often, and for how long each time, their child needs encouragement, prompting or physical help to:

· wake up;

· get out of bed;

· get into bed; and

· settle in bed.

There is also a small box for parents to explain "why they need help, how their needs vary or anything else you think we should know".

The guidance in the Information Booklet relating to getting into and settling in bed is focussed on distress caused by pain. Children with hearing impairments often suffer significant anxiety and distress at the end of the day, albeit not caused by pain. Hearing aids and the processing units of cochlear implants need to be cleaned and recharged every night, and so must be taken off before the child goes to sleep. Most hearing impaired children will have limited or no hearing without their aids. This can be deeply distressing, and will often result in their parents needing to spend a significant amount of time reassuring them before they are able to sleep. This is clearly worth bringing to the attention of the DWP decision maker for their consideration when calculating the award of the care component. However, the disproportionate focus in the Information Booklet of distress caused by pain is likely to deter some parents from mentioning the substantial attention reasonably required by their child, as their child is not suffering pain. 

The needs of deaf children are complex and parents need the opportunity to fully explain these needs to enable the DWP to make an informed decision. Therefore, it is important that sufficient space is provided throughout the Claim Form for parents of children with hearing difficulties to provide written responses when the tick box responses do not encapsulate the support required by deaf children. Although there are boxes in the Claim Form in which parents can insert additional information, these are limited to just six lines and do not provide adequate space for parents to provide all relevant details. 

In order to ensure that deaf children (and their families) can participate on an equal basis, the boxes for hand-writing further information on the Claim Form should be extended beyond the current length of six lines, to provide parents of deaf children with adequate space to fully explain the care reasonably required by their child as a result of his or her hearing loss. Although an option for attaching further information is available, this can easily be overlooked by families completing the Claim Form.

NDCS' experience of working with families of deaf children indicates that the decision making process is poorly understood by most parents of deaf children. Before submitting a claim, many parents report that they feel the process lacks transparency and it is a lottery as to whether they will awarded DLA or not. This is consistent with the inadequacies of the both the Claim Form and the Information Booklet highlighted above, and indicates that deaf children (and their families) are unable to participate on an equal basis due to the lack of opportunity to provide information as to the specific care needs of deaf children.

2(b)
Do you have examples from your country on training programmes on the right of access to justice for persons with disabilities for judges, lawyers, prosecutors, police, social workers, language and sign language interpreters, legal aid centres, other judicial and administrative bodies intervening in judicial or quasi-judicial instances. 

There is an overall lack of appreciation amongst decision makers as to the level of hearing loss experienced by children with cochlear implants/hearing aids, the limitations of these, as well as the substantial care and mobility needs which result. Often, this leads to a failure by the DWP to apply the conditions for the care and mobility components of DLA correctly, and thereby, to decisions which disadvantage deaf children. The Project has uncovered a number of issues with DLA process and DLA decisions made by the Secretary of State. Such decisions have, in the vast majority of cases, been reversed after a First Tier Tribunal appeal. 

Common issues with DWP decision-making include:

· a lack of appreciation for the child's level of hearing loss of children with cochlear implants;

· a lack of appreciation for the child's level of hearing loss of children with hearing aids; and

· a consequent failure to apply the conditions of DLA correctly. 

Case studies from the Project exemplify these issues.  

Emily is six years old, and suffers from Usher Syndrome Type 1, a severe genetic condition which affects hearing, vision and balance. She has profound hearing loss, deteriorating vision and vestibular dysfunction. The DWP informed Emily and her family that she was no longer eligible for DLA. The Secretary of State explained in the Mandatory Reconsideration Notice that "information held suggests that she [Emily] has had her cochlear implants for 4 and half years [sic] and that her hearing is […] within the normal range for anyone who has a cochlear implant".  

Similarly, Olivia, a seven year old child with profound bilateral sensorineural hearing loss, who wears cochlear implants in both ears, was also informed by the DWP that she was no longer eligible for DLA. In the Original Decision the Secretary of State stated that "the clinic [sic] evidence I have seen states that she is able to hear when using the implants and there are no concerns about her hearing".

As is evident, the DWP often incorrectly assume that hearing aids/cochlear implants restore hearing to normal levels, and fail to acknowledge the many occasions when a child will be unable to wear hearing aids/cochlear implants. The fact that Emily has had cochlear implants for four and a half years bears no relevance as to the level of additional guidance and supervision she requires, and similarly, neither does the fact that her hearing is within the normal range for anyone who has a cochlear implant. 

The Medical Guide for DLA Decision Makers (Child Cases): Staff Guide (the Medical Guide) highlights that hearing aids do not replicate normal hearing and may be of limited benefit in real life situations: 

"Hearing aids and cochlear implants do not restore hearing to normal levels. They use microphones which have a limited pick up range and may amplify extraneous background noise as well as speech […] There are occasions when a hearing aid may not be worn for example when the child is in the bath or when swimming. […] Digital aids are programmable to individual hearing requirements. The settings can be controlled to match the hearing loss frequency only, thereby limiting amplification of background noises. The benefit is limited in real life situations"
.  

On appeal, Emily's and Olivia's cases were both overturned.  

Decision makers often focus on personal care and hygiene when assessing whether a case satisfies the care component, despite the fact that it has long been established that hearing is, in itself, a "bodily function" for the purposes of the 1992 Act. This was confirmed in Cockburn v Chief Adjudication Officer and another; Secretary of State for Social Security v Fairey (also known as Halliday) [1997] 3 All ER 844
.    
In the NDCS' experience, the DWP tend to overlook this, and interpret "bodily function" to mean such things as eating and drinking, washing and dressing, and using the toilet. The Project has uncovered numerous examples of statements made by the DWP which indicate a disproportionate focus on personal care and hygiene when assessing whether a case satisfies the care component of DLA, indicating a reluctance on the part of decision makers to properly consider and acknowledge the additional care needs reasonably required by deaf children.

For example, Sophie has moderate bilateral sensorineural hearing loss, and wears hearing aids in both ears. In the Mandatory Reconsideration Notice, the decision-maker stated that:

"Whilst I accept that she will require some help putting on and taking off her hearing aids, the available medical evidence does not indicate a need for attention, in connection with bodily functions, frequently right throughout the day or for a significant portion of the day…

In the absence of any medical interventions in relation to poor sleep hygiene, Sophie should not reasonably require attention or supervision during the night that is substantially in excess of that required by a child of the same age".

These are irrelevant considerations and should have no bearing on the DWP's decision whether or not to award DLA. R(A)3/86 held that the attention needed must be reasonably required rather than medically required, and therefore a lack of clinical evidence should not limit the decision maker. By restricting the decision to medical considerations, the decision was found to be erroneous in law. The test for DLA is the reasonableness of the attention required in respect of the disability. 

In conclusion, the NDCS submits that decision makers are not sufficiently aware of the needs of children with hearing impairments. As a result of this lack of understanding by decision makers, deaf children are treated unfavourably as a result of their deafness and are, therefore, at a "substantial disadvantage" within the meaning of the 2010 Act in accessing DLA
.  

5. Recommendations

The OHCHR should make the following recommendations in relation to Article 13 CRPD as it relates to deaf children:

· The DWP should have greater regard to its Public Sector Equality Duty under section 149 of the 2010 Act when exercising its functions. 

· The DWP is under a duty to make reasonable adjustments to remove "substantial disadvantage".  In order to fulfil this duty, the NDCS recommends that:
· the DWP update the Information Booklet by providing more guidance and illustrative examples specific to hearing loss; and

· the DWP review the Claim Form, based on the considerations raised above. 

· The decision making process with respect to DLA applications for children with hearing impairments would be improved by ensuring that decision makers have a greater awareness of the needs of disabled children. Cases involving deaf children should be considered by decision makers with a good and detailed awareness of their needs. 

· The NDCS feel that decision-maker training could be improved by involving external presenters from organisations working to support children with specific disabilities such as deafness. This could be either working directly with decision makers or through cascade training with the decision makers' leaders. The NDCS would appreciate the opportunity to provide specialist training for DLA decision makers to increase awareness of the day to day difficulties deaf children face, both at school and at home. 
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