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1. The objectives or purpose of this scheme  
 

For example:  
 

What is your opinion on what parents use the scheme for?  

Do you feel the purpose of the scheme should be about acknowledging  

 the degree of care and supervision required by the child relative to  

children in general  

 the additional costs associated with having a child with a disability  

 some other objectives?  

 

Prader-Willi Syndrome (PWS) is characterised by a wide range of physical and 

psychological characteristics.  It is most prominently associated with hyperphagia, 

which results in people with PWS requiring lifelong 24-hour food supervision.  Other 

common characteristics include scoliosis, learning difficulties, skin-picking, low 

muscle tone, sleep apnoea, compulsive behaviours, speech difficulties, emotional 

immaturity and poor eye sight. 

 

In our experience the additional costs associated with caring for a child with PWS 

relative to other children are generally far greater than the current DCA rate of 

€309.50 per month.  Typical direct medical/therapeutic costs incurred by parents of 

children with PWS include the following: 

 

 Medication.  For example, most children with PWS are on ongoing growth 
hormone treatment.  As some of these children have neither a medical card 
nor a long term illness card their families have to pay €132 per month.   
 

 Therapeutic services.  Children with PWS typically require services including 

physiotherapy, occupational therapy, speech and language therapy and 

dietetics.  The availability of these through the public system varies 

significantly around the country and in many cases parents have no option but 

to pay for private services on an ongoing basis.  For example, typical costs for 

a single session of physiotherapy can range from €50 - €80 and will apply 

whether or not families have medical cards. 

 

 Orthotics and other physical supports.  While medical card holders generally 

receive these free those without medical cards often have to pay significant 

costs for these supports – e.g. a single pair of orthotics can cost €200.   

 

 



In addition to these common direct medical/therapeutic costs there is a vast range of 

“hidden” costs often associated with caring for children with PWS.  For example: 

 

 Food must generally be secured away from children and adults with PWS, 

requiring that kitchens and larders should be separate from other living 

spaces and locked. This can be a huge burden especially for people living in 

open plan homes such as apartments and is a particular problem for families 

in rented accommodation where kitchen modifications may not be approved 

by their landlords. Significant costs arise as a result of this feature of PWS as 

families who own their own homes may need to modify them and renters may 

need to move to more appropriate and potentially more expensive homes. 

 

 Transport to and from appointments.  It is not uncommon for children with 

PWS to be in regular contact with up to 20 medical and therapeutic 

professionals.  For families based outside Dublin travel to and from the major 

children’s hospitals in Dublin is particularly expensive.   

 

 Administration costs associated with medical, therapeutic and other 

appointments (e.g. phone calls, photocopying reports, writing letters 

requesting services).  High administration costs arise particularly in the case 

of rare disabilities like PWS where families often find themselves in the 

position of having to provide detailed information about the syndrome to the 

professionals who are supposed to be assisting them. 

 

 Shoes and clothes.  While all children require shoes and clothes, the 

particular characteristics of many children with PWS often means that 

standard sizes simply do not fit and parents are forced to buy specialist 

products or pay for modifications to generic products where specialised 

products are not available. 

 

 Individual care.  While children without disabilities can usually manage in 

group childcare and activity settings (e.g. afterschool clubs and summer 

camps) the many food-related, behavioural and physical characteristics of 

PWS means that most children with PWS need constant individual 

supervision.  This can lead to significantly increased care costs.   

 

 Exercise classes.  Exercise is essential but very difficult for most children with 

PWS.  As a result many families pay for individual sports classes on an 

ongoing basis (e.g. swimming lessons). 

 

 Learning and exercise aids.  Parents of children with PWS often spend 

significant sums of money on physical aids (e.g. exercise equipment, extra 



books, learning toys) to help their children exercise, keep up with school work 

and learn to participate to the best of their ability among their peers.  

 

 Finally, having a child with PWS very often results in one parent giving up 

work to care fulltime for that child.  Many of these parents are not eligible for 

carer’s allowance.   Not alone do many families with PWS have significantly 

increased costs, therefore, but they frequently also have significantly reduced 

incomes. 

 

In sum, we feel it appropriate that DCA continue to be awarded in recognition of the 

degree of care and supervision required by certain children (including those with 

PWS) relative to others.  We are also of the view that this invariably translates into 

significant additional costs although many of these might be classified as “hidden”. 

 

2. The application and assessment process  
 

For example  

 How can this be made more user-friendly  

 Should eligibility be assessed based on the child's diagnosis; the level of  

care and support needs; the additional costs for families; or other  

factors?  

 What documentation/reports should support a claim  

 What professionals should validate a claim  

 Should assessments for other services be used to support a DCA claim  

 

We believe that the DCA application and assessment process should be made as 
user-friendly and efficient as possible and that the criteria for eligibility should be as 
transparent as possible.  We also strongly believe that the process should not 
discriminate against children with rare disabilities (e.g. PWS) or those who present 
with significant extra care needs but have never been diagnosed with a particular 
disability or illness.  We also strongly believe that the level of formal education or 
literacy of parents should never be a factor in determining the likely outcome of 
applications – e.g. parents who are better at completing application forms or formally 
presenting their case should not have a better chance of securing DCA than others. 
 
To maximise efficiency and minimise the administrative burden on all involved we 
suggest a two-track application system.  Track 1 would be based on a list of eligible 
diagnoses and would automatically qualify children with those diagnoses (including 
PWS) to DCA.  Track 2 would facilitate applications on behalf of children who have 
significant care and supervision needs relative to other children but have not been 
diagnosed with any of the diagnoses specified for Track 1. 



 
We believe that applications made under Track 1 should require only a confirmation 
of diagnosis from a Consultant or GP.  Taking into account the current assessment 
processes for other services we do not believe that assessments for other services 
should be used to support DCA claims. 

 
Finally, we believe that there should never be a financial incentive for a 
government department to delay decisions in relation to DCA applications.  
Hence, in the case of every application that is approved, we believe that payment 
should be backdated to the date the application was received. 
 
 

3. How decisions are reached and communicated  
For example  

 What ways can communication with parents be improved  

 How can the basis for decisions be made more transparent  

 How can decisions be better communicated  

 What level of detail should be included in communicating a decision  

 

We believe that the key to solving many of the communications problems 
reported in relation to DCA lies in having clear and objective eligibility 
criteria.  Having a list of eligible diagnoses would make the system vastly 
more transparent than it is currently.  We recognise the complexity that 
would be involved in designing clear eligibility criteria for children who do not 
have an eligible diagnosis, but nonetheless believe that clear eligibility 
criteria should be achievable if adequate consultation takes place.  Such 
consultation should, in our view, specifically seek out the opinions of parents 
of children with rare disabilities and illnesses whose voices often go 
unheard.   

 

4. How individual cases are reviewed  
For example  

 How often should cases be reviewed  

 What should trigger a review  

 When should cases be marked 'do not review again'  

 What should be the format of the review process  

 How can the review process be made more user-friendly  

 What documentation/reports should support a review  

 What qualifications should those conducting reviews have  



 

PWS is a lifelong condition, which generally becomes more challenging with 
age.  While not all individuals are affected by all symptoms (e.g. severe 
scoliosis is associated with PWS but not always present) we know of no 
instances in which the range of symptoms does not result in children with 
PWS requiring significantly extra care and supervision than other children.    
As a result we believe that once children are diagnosed with PWS or other 
complex disabilities their families should receive DCA and not be subject to 
further reviews. 

 

5. Should the rate of payment reflect the level of  

disability/care need of the child  
For example  

 If you think there should be different rates, on what basis  

 Should the rate of payment be related to degree of disability  

 Should the rate of payment be related to degree of care required  

 Should there be different rates at different ages?  

 Should the payment be phased differently over the year?  

 

In general we accept the principle that level of need should determine rates 
of payment.  We also believe that the current DCA rate is already 
inadequate to cover the additional costs of caring for any child with PWS 
(regardless of their age or range of symptoms) and hence view DCA as only 
a contribution towards those costs.  Given this we believe that having a 
tiered system of payment would only be reasonable if the current rate of 
DCA was set as a minimum for children with complex disabilities like PWS.   
While we would welcome a system that would allow parents to make 
additional claims for particularly expensive elements of their children’s care, 
we recognise that it would be administratively extremely difficult to tailor a 
fair tiered DCA system that would take into account all variations in care 
costs. 

 

6. How the appeals process operates  
For example:  

 How can the appeals process be made more user-friendly  

 What should be the timeframe for appeals  

 Where should appeals take place  

 What documentation should be required to support an appeal?  



 

We believe that if clear and objective DCA eligibility criteria were in place this 
would greatly reduce the need for appeals and would enable those appeals that 
were received to be dealt with very swiftly.  We believe that within a matter of days 
of an appeal having been submitted applicants should be given a commitment on 
when their appeal will be concluded.   
 

7. Suggestions for any changes to the operation of the  

scheme  
 Give any other changes you would suggest to the scheme, and why  

 

In summary, we would like to emphasise the following: 
1. Families of children with rare disabilities (e.g. PWS) should not be 

discriminated against in relation to DCA applications.  While we encourage 
the use of a list of eligible diagnoses as one means of allocating DCA, we 
believe that this list must include rare disabilities and must allow for the 
possibility of additional diagnoses to be added to the list after its initial 
compilation.  

2. Rearing a child with a disability has been described as similar to running a 
small business given the number of appointments, service applications and 
associated paperwork involved.  We believe that every effort must be made to 
minimise the administrative burden imposed on families through the 
application and review processes of the DCA scheme.  We believe it essential 
that clear and objective eligibility criteria be in place for DCA.  Furthermore, 
we believe that introducing transparency to the scheme would eliminate many 
of the problems currently associated with DCA. 

3. Finally, we would also like to emphasise the strong belief within our 
organisation that if DCA payments to families of children with PWS are 
reduced this will add further pressure to already over-stretched public 
services.  As already described, we believe that the current rate of DCA 
payments is already inadequate to cover the additional costs associated with 
raising a child with PWS, although we recognise that many of these costs may 
not be immediately apparent to outsider observers. 

 


