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A brief experience of my journey towards claiming Personal Independence 
Payment 
 
I had previously been receiving Incapacity Benefit for a number of years since 
becoming medically retired from the Civil Service in 1996. When ESA replaced IB I 
went through the distressing process with ATOS, involving claim, assessment, 
denial, appeal, tribunal and finally the successful award of the 1 year benefit. Like 
the majority of people, I received zero points after the Work Capability Assessment. 
It took 4 months from the WCA to the successful appeal, and I had to engage the 
help of my MP because the DWP failed, despite repeated requests, both written and 
by phone, to send me a copy of my WCA report, the content of which being 
necessary to help me prepare for appeal. The report mysteriously appeared two 
days before by right to appeal ended. Fortunately I had sent in the appeal as I 
realised I could no longer wait. 
 
The DWP sent me a letter of apology for “gross inconvenience” and a one off 
payment for £25. ATOS replied to my complaint, concerned that the Health Care 
Professional conducting the WCA neither wore a name badge or introduced himself, 
and made little eye contact, but they insisted I had given my explicit consent for the 
physical examination and they concluded that the report was for the “most part” 
acceptably written. 
 
Then in 2013 I was planning to apply for Disability Living Allowance, but it was 
announced that it would be replaced by a new benefit called Personal Independence 
Payment.  
 
The Initial Claims Process 
 
I claimed for PIP, by phone (this is the only option) on first day of the new benefit, 
10th June 2013. One thing I found helpful at this initial claims stage was the option to 
say that I had “additional support needs” and specifically a developmental disorder. 
This would be flagged up when the assessment took place. 
 
The Claims Form 
 
Filling in the claims form took me nearly a fortnight, as I had to spend hours 
interpreting the assessment criteria which seemed in sections to be more focused on 
physical disabilities that also required assistance or supervision e.g. the section on 
“Washing and Bathing”. Here is an extract of what I eventually wrote:  “Visual-spatial 
deficits also make the physical process of washing difficult e.g. I have to concentrate 
hard just to brush my teeth, so it can be overwhelming to think of getting into the 
shower due to problems initiating tasks and also moving from one task to another, 
(executive function deficits) and as I have trouble regulating or even recognizing my 



feelings unless they are extreme I usually internalize them, which is often expressed 
in Trich (compulsive hair pulling).”  
 
I don’t have a problem with the physical act of washing and bathing, nor do I need 
supervision or assistance, but the difficulties and frustrations are none the less real.  
So, I had to try and read between the lines on most sections of the form – something 
in itself I find incredibly difficult because of my learning disorder, as I tend to interpret 
concepts literally, so this added stress to the process of completing the form. 
Another example is in regards to communication, which covers more than e.g. just 
making yourself understood.  More than 65% of all communication is non-verbal, and 
so I have to rely on about 35% to make sense of the world, resulting in me 
misreading and misinterpreting ordinary nuances, such as gestures, tone of voice 
and facial expression. So, for me, it was quite a time consuming process completing 
the claims form as well as mentally draining. The face to face assessment is 
therefore an ordeal, too because I have to try very hard just to focus on what is being 
said. I have to pretend that I know, yet I still find it astonishing that most people can 
“get” all that non-verbal information without any effort on their part. 
 
The Assessment 
 
My assessment was with Salus in Edinburgh on the 30th July.  In marked contrast to 
the ATOS assessment for ESA, my experience with SALUS was like night and day. 
My husband drove me to the office buildings located at 1 Osborne Terrace, 
Edinburgh, which were bright, clean, airy and welcoming.  The assessor greeted us 
and showed us into her room. She introduced herself and was very clear that she 
wanted me to feel as comfortable as possible and free to express my views openly. 
That this was to be a two way process. It soon became obvious she had read my 
“Needs at interview” statement and fully intended to address these during our time 
together. This attention to detail was so important and much appreciated.  I was able 
therefore, to be listened to, and so felt more able to answer her questions, though 
my husband was welcome to chip in when he needed to. The result, I think, was a 
very positive interaction.  
 
However, as I have already said, I believe that the preparation carried out in the 
weeks before the assessment were personally necessary for me. Attached are the 
rough notes I made in advance, trying to get things clear in my mind and my “Needs 
at Interview” statement, (which was on the last page of the claim form) when I knew 
that just walking across the room to my chair at the assessment would require all my 
concentration. That level of effort left me exhausted yet that is what it takes to get 
through an ordinary day. 
 
Waiting for the decision 
 
After my assessment I phoned 3 weeks later on the 20th August to enquire about 
progress and was told that the report was still with the assessor.  I then phoned 
again 2 weeks later on the 2nd September.  (It had now been over 10 weeks since 
the start of my initial claim and at that stage the DWP’s national goals were to 
complete the whole process from claim to decision in 10 weeks. I also made my 
claim right at the beginning of the new benefits introduction so there would have 
been no backlog of claims at that point!) 



The report was however still with Salus.  I was advised to phone back in 7-10 
working days to see if it had been returned to the DWP by then. I was advised that it 
was back with the DWP I would have to allow another couple of weeks with their 
decision maker. 
 
At this point revised/extended time scales had been brought in since I phoned the 
DWP in August as Salus were failing to meet their targets.  I phoned DWP on 13 
September, but there was still no sign of the report. They suggested I phone ATOS 
and ask them as what stage the report was.  ATOS checked and informed me that 
the report was at the “quality checking stage” and to phone them in 7-10 days to see 
it they can give me a more definite idea of when the report will be sent to DWP. 
 
I phoned ATOS therefore on the 27th September. The report was still with them and 
on 25th September had been sent back to the assessor for amending/clarification 
after ATOS auditing highlighted the need for this. If then, the report is satisfactory, it 
will be sent to DWP for the final decision. At this point ATOS could not give me any 
timescale.  I phoned DWP on 3rd October. They finally had both the electronic and 
hard copy of the report it’s up to the decision maker to have the final say. They 
suggested I phone in 14 working days, so on 22 October (11 weeks since I had the 
assessment) I phoned and was told they were close to making a decision, and 
please phone again in another two weeks if I hadn’t heard. 
 
I received a letter from the DWP dated 22 October 2013 awarding me full payment 
(Both Daily Living and Mobility components).  Although I was very happy with the 
result, it took nearly five anxious months from claim and over three months from 
assessment to decision.  I have had no problems with payment. 
 
Personal Concerns 
 
It has been a long, hard fight for me to get to this stage and feel a semblance of 
security with PIP.  I have a severe, life-long developmental disorder similar in some 
respects to Aspergers, but more life impacting.  It’s an “invisible” disability that does 
not fluctuate or change over time – which was recognized by the DWP, as I am not 
required to attend meetings, reassessments, workshops, etc. I just receive “check-in” 
phone calls a couple of times a year and so at the moment the award is long term. 
 
My plea to those in the decision making process as regards PIP is to tread very 
carefully if deciding to change/start from scratch with this benefit. For those of us 
with similar disorders, any changes could mean that there was no guarantee after 
assessment that the successful outcome would be the same, despite the fact that 
our conditions remain the same. Ideally, I would like the option to continue on PIP, in 
its present form, even if a new benefit were introduced. 
 
I am further concerned with one of the clauses in Chapter 4 of the Command Paper: 
Scotland in the United Kingdom: 
 
4.1.5 “In addition, the Scottish Parliament will have legislative competence to pass its 
own laws to help disabled people into work” 
 



I would like to say that not all disabled people can work and they do not have to be 
put through the stress of having to attend some back to work type plan, when they 
know themselves better than anyone, that for various complex reasons they could 
not function in the workplace. I would hope that attendance at such 
interviews/sessions would be on a voluntary basis only and would not affect payment 
of the benefit, eg. by sanctioning the claimant for non-attendance. 
 
Thank you very much for giving me the opportunity to express my thoughts and 
comments. I hope they may be beneficial for the Committee. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 



 

 


