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ANONYMOUS 
notes are hard to read and some earlier copies of records are faded or 

distorted. He was definitely infected before 1985 and this has been recorded 

in his medical records. I am sure he was infected ir> GRo.B 1983. He may have 

been infected on more than one occasion. 

8. No information was given to us beforehand about the risk of S being 

exposed to infection or becoming infected. It was a completely uninformed 

decision. If we had known, we would have thought twice. We were also never 

told to take any precautions when dealing with; 
s 

's blood. After the 

treatment had begun I was told by Dr GRo-B; registrar at GRO-B that 

fewer donors were required for Von Willebrand's so there was less risk of 

infection. I questioned this and am sure that is when non A, non B was first 

mentioned. It was always played down . We were never informed that S 
had contracted Non A - Non B which was nothing to worry about we were led 

to believe. Hepatitis C was not called hepatitis C back then and we did not 

know that there was a risk of being exposed to AIDS as well. We were all 

tested for this. Luckily, we didn't have it. I/we really feel that they knew well 

before they told us as they carried out many blood tests. There was an 

instance when I was unwilling for; 
._S_ 

to receive treatment of blood clotting 

products following a tooth extraction on 24th August 1993 because I was 

worried about the risk of AIDS and Dr Ludlam was contacted to persuade me. 

At this point he came to speak to me and told me that the blood products were 

safer as they were now heat treated. I am positive that they knew for a 

very, ,very long time that; 
s

l  

had hepatitis C, but never told us. I found a 

copy of a letter in his medical records which mentioned that I had allowed 

treatment and that they could not give me 100% assurance that the blood 

product (Haemate P) administered tc><.__s that day was 100% safe. This was 

prior to being told about hepatitis C. I was so worried abou€ 
s 

I contracting 

Aids. Yet they were I am positive hiding the truth about him and all the others 

being infected with Hep C. This has made me so angry. Virology was if I recall 

mentioned in s s medical records when blood was taken for testing. We 

were unaware of this at the time. We were all tested for AIDS but were never 

offered a test for hepatitis C. I requested a test a few years ago. 

WITN2151001_0006 



ANONYMOUS 

9. As far as we know, s is only infected with Hepatitis C and not any other 

virus, but then again we have been warned about a risk of the mad cow 

disease, and this cannot be tested for, so it's impossible to know until a donor 

dies. 

10. The first time that - - was told that he had hepatitis C, I was not present 

because I was working. Only 
s 

and my husband attended the appointment. 

We found out that he was infected with hepatitis C on March 1st 1994. We 

received a letter from Professor Ludlam dated 3rd February 1994 asking us to 

bring S to the liver clinic and advising L S Was to be seen by Dr Hayes 

now Professor Hayes on March 1St. He didn't mention hepatitis C in that letter, 

but it read "as you know, some individuals with haemophilia may have liver 

problems" when the truth is that we didn't know about this because we had 

never been told that haemophiliacs or others like - - may have liver 

problems and we had definitely never been told about hepatitis C or tested for 

it. At the time of the appointment, my husband was told that; - -'s liver 

function was abnormal and treatment was offered. I only found out when my 

husband came home and told me. I was not happy and extremely worried and 

anxious. I attended a second appointment on 29th March 1994 . I was very 

unhappy and felt very uncomfortable during the appointment. On this 

occasion when I came out from seeing Professor Hayes and Professor 

Ludlam, I told a nurse that I objected to the presence of foreign students 

while hepatitis C was being discussed as this information was too sensitive 

and I was trying to process all the conversation. They were virtually glaring at 

the three of us. However, I have to say that Professor Hayes was very nice . 

He had no responsibility for; s s Von Willebrand's treatment. We were 

informed on 29th March thaI,_._.s._._, had contracted Hep C prior to 1985. 

11. We had our second meeting on 29th March 1994. We were told s would 

have contracted the virus prior to 1985 and liver tests indicated mild ongoing 

hepatitis. We consented to __s ,being treated with Interferon. 
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12. I can't remember being offerea 
ANONYMOUS

 to manage the infection. I think we 

had to find out or ask questions on our own. I really cannot remember being 

given any information. 

13. Information should have been given to us earlier. In particular, at the time of 

administering the treatment we should have been warned of the risks and we 

weren't. I was even washing; 
s 

's blood stained clothes in the bath at the 

GRO-B Hospital and DrGRo-B was helping me. Neither of us had any 

plastic gloves on. They knew about the infection before we were told. They 

must have known that s ' had hepatitis non A/non B and I wouldn't be 

surprised if they knew this shortly after treatment in 1983/1984. In fact they 

knew there was a high risk of blood being contaminated before it was even 

used. 

14. Blood came from prisons including American prisons, where blood was 

obtained from drug addicts and prostitutes. The Prison Governors and the 

drug companies and the blood transfusion service were all making or saving 

money out of this and they knew where the blood was coming from. As did 

Government ministers. We didn't know. The first letter that we received 

asking us to bring. sJ to the liver clinic on March 1st 1994 was dated 3' 

February 1994 . It didn't sound all that urgent. We were not pressed to keep 

the appointment, and the appointment could always be rescheduled if it didn't 

suit us. We should have been told long before we were because I think that 

they knew a long time before they told us. They knew that something was 

wrong because they were always checking;_ s _ 's liver function.. I wonder how 

much longer they would have kept this information from us if alarm hadn't 

been raised in other countries. Common sense tells you the perils of such a 

blood supply. Saving money more important than human life? Also giving such 

blood to a toddler is just so despicable .There is a strong chancel s _ k-

treatment included blood taken from such sources 

15. We were I believe not told about the risks of others becoming infected as a 

result o s 's infection. I was probably the one who mentioned it to them. We 
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ANONYMOUS
were only provided with some information about treatment and Hep C s i 

did not have a biopsy because to do a biopsy on any person with a bleeding 

disorder can be dangerous and that is the only 100% way to be sure how or if 

the liver has been affected. I could have been easily infected because I was 

always involved withwitti S =s bleeds and that is why I got tested. We might have 

received some literature on the infection, but the doctors played down the 

situation. I contacted the liver trust and they sent me literature on Hep C. 

Section 3. Other Infections 

16. is l is at high risk for mad cow disease because of having received blood 
1._._.._._. .i 

products, but there is no indication at present that he has had blood from 

someone with it.. 

Section 4. Consent 

17. I believe tha s was treated and tested without our knowledge of the risks. 

Without our consent and without being given adequate or full information. The 

reason why I say this is because we put our trust in the doctors as any parent 

would do, but we were not told that there were risk so we could not give our 

informed consent to the treatment. 

18. I don't know whether; s was actually treated or tested for the purposes of 

research, but it is entirely possible. I would not put it past them. 

Section 5. Impact 

19. Being infected with hepatitis C has had an impact or 
s 

and on us. 
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MQ thoughts. I was always wo nea. everry lime - - was unwell I would become 

so anxious thinking - is this the Hep C now taking a hold? There were so 

many media reports which were so frightening. One saying it was more 

dangerous for children infected. It was awful and I was beside myself with 

worry. 

23. s was given Interferon, which did not work for him. The injections were 

administered at the GP clinic and they were very sore. He had side effects 

from them. He had fever after the first dose and then had aches and pains 

after two weeks on the treatment. In another 4 weeks, he was not tolerating 

the treatment well. He received this first treatment at the end of March 1994. 

Then, he went through another treatment. He developed photophobia, 

vomited and developed migraines. He had less energy than when he first 

started the treatment and a lot less energy than usual. The injections were 

really large and he received them for 21 weeks. It was reported that he was 

not responding well to Interferon and that he should stop the treatment. His 

second course of treatment which started in October 2003, was Interferon and 

Ribovarin. The latter must have been a powerful drug as we had to sign a 

form. It could affect babies in the womb and on conception. Patients were to 

refrain from any sexual contact. This time around, I had to give him the 

injections and they were very sore. The injections were administered into his 

tummy. I did it several days a week, and it didn't work either. It was traumatic, 

although it didn't last as long as six months. Some organisations felt treatment 

should have continued for longer periods. However, he didn't respond to the 

treatment. Again it was unsuccessful. The side effects were horrible too, it was 

a very painful experience that came with negative psychological effects. The 

'last treatment s 2 GRO-B _._._._._._.~. 
GRO-B 

GRO-B L s felt great for the first few weeks of his treatment and then 

he became completely emotionless. He had a lot of problems with anxiety and 

frustration and anger. He is supposedly cured, but we have asked for repeat 

blood tests and will continue to ask for them on a yearly basis because we 

feel it's too early to be certain. His last treatment was called Harvoni and it 
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ANONYMOUS 
was in tablet form. Ls took this early in the morning and he reacted 

positively to it very quickly. Professor Hayes would have expected this as it 

was the norm for this drug. The medical profession mostly associate hepatitis 

C with the liver, but it can also affect other organs. The stigma around it is 

horrendous and every time you have to talk about it, it is so upsetting. 

24. We had access to the new treatment because we heard about it on TV and 

contacted Professor Hayes to ask about it. He had spoken about excitement 

of a cure to us a year earlier. He was hoping that haemophiliacs would be 

given access to the treatment as soon as possible, but was unsure as to what 

the pecking order would be. He contactedoRo-B Health Board where it would 

be easier for 
s _ to go and get treatment so that he didn't have to wait too 

long. We pushed the matter as well. 

25. It is hard to know whether treatments were available that were not offered. 

They should have maybe given the treatments for longer periods of time. I 

really don't know; S ;has type 3 hepatitis C and this is the hardest one to 

cure. However, Harvoni was specifically for hepatitis C whereas the other 

treatments such as Interferon were only administered to see if they could 

help_ When Harvoni was at an experimental stage it was not offered to s 

until it was licensed and available. Drug companies can delay licensing for 

power and money. Harvoni is supposed to be better because it has fewer side 

effects. If Harvoni hadn't worked, - - would not have gone through any more 

treatments, he told me that was his decision. Having said this hep c may 

cause him physical problems in the future. As it could have affected other 

parts of his body. He definitely has been psychologically affected. As already 

documented Hep C could have an adverse affect on relationships with the 

opposite sex. This causes more psychological problems. 

26. As a result of his treatments, I now feel they have contributed to s feeling 

the cold, frequent visits to the toilet and mood swings. He has had problems 

with his skin. Harvoni affected his emotions. He developed folliculitis and was 

on antibiotics for a long while. He also suffers from dry eyes. I don't think that 
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having hepatitis C. It is unknown noYwMO 
US

 of a part hepatitis C has played in 

interfering with his normal development. The stigma and public perception of 

hepatitis C made things worse for s because he didn't understand. We 

didn't have to give up work because o1E 
s 

°s condition. I started work when 

Section 6. Treatment/Care/Suonort 

31. Care, support and counselling were never offered until the last few years. As a 

result of s becoming infected with hepatitis C and having a bleeding 

disorder we are able to access a psychologist. We told the psychologist that 

we could have used support many years ago. We were not referred to this 

psychologist through our GP, but through self referral to the Haemophilia 

Centre. This counselling was offered to everyone in the family. The 

psychologist is aware of how it has affected us. Years ago, we had nothing 

like this. She is highly respected and liked by us all. 

Section 7. Financial Assistance 

32. 1 s 1 has received some form of assistance from the Trusts and Funds set up 

to distribute payments. 

33. Bill Wright from Haemophilia Scotland told us about; s ?s entitlement to 

financial assistance and so did Tommy Leggate from SIBF. They were here 

and spoke about it  s = had his benefits stopped and applied for financial 

assistance. We had to fill in forms recently for the Scottish Government, 

regarding annual payments to be received on a monthly basis and S now 

receives payment from them. It was backdated to September 2018. His 

benefits were reinstated by a second tribunal. 

34. S received £20,000 from the Skipton Fund initially. This was years ago. In 

the last few years; s has received £30,000. This happened maybe 2 or 3 

years ago, but should have been paid a long time before. This was paid by 
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the SIBSS. He also got £1,000 a year from them, but only got it for the first 

time in 2017 because we didn't know about it s never got anything from 

the Caxton Fund. 

35. The process of applying for financial assistance is filling in forms and sending 

them. I filled in all the forms and they required a lot of copies of bank 

statements so we had to obtain these. 

36. We applied for financial assistance to see if they would help with a fault in 

s 's shower, but we were turned down: S received no heating allowance. 

We thought that he would receive £1,000 towards heating, but the £1,000 that 

he received was not solely linked to heating. At present we pay for his 

electricity bills. Further, they could not backdate £1,000 payments that he 

missed. At some point; - - may have required a top-up GRO-B 

to the minimum, but he wouldn't qualify for one as he is now back on benefits 

and is in receipt of payments from the Scottish Government.. 

37. The £1,000 a year payments that he received were not means-tested or offset 

against any benefits. The payments that have now been made by the Scottish 

Government are not means-tested either. There were no preconditions, but 

criteria apply that are specifically associated with hepatitis C. He now receives 

a monthly payment from the Scottish Government. 

38. My opinion about financial assistance is that the system can make people feel 

like they are begging for help. We didn't ask for; S to get hepatitis C. The 

establishment is to blame and many people have lost their lives while others 

are still fighting. The Scottish Government have done more than any other 

Government. It is the UK Government, probably under Margaret Thatcher and 

subsequent prime ministers that swept everything under the carpet. The 

results of the Penrose Inquiry were very disappointing and a complete waste 

of money in my opinion. 
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39. I myself have not received any payments from any of the Funds or Trusts and 

have never applied for them. I would apply if such an opportunity arose as I 

have developed stress related IBS, a dry mouth and dry eyes as well as many 

psychological effects as a result of what happened to S I worried for years 

and still do about the infected blood how it has and still could affect S and 

the anxiety symptoms I have suffered for years. 

Section 8. Other Issues 

40. We have been in the past involved in litigation about S being given the 

wrong treatment for his Von Willebrand's disease. This was with a firm from 

Edinburgh GRo B._._._._._._._._._._._._. A5 s _ _ was a minor we got legal aid to 

pursue this claim, but the claim never went anywhere. Another firm from 

GRO _B helped us obtain the first £20,000 from the 

Skipton Fund. We were never physically involved in the Penrose inquiry other 

than I believe submitting; s 's story. We are involved with the Scottish 

Infected Blood Forum and with Haemophilia Scotland. I campaign by visiting 

MP's, MSP's and writing letters, I can be quite vocal. My husband comes 

along, but doesn't do as much campaigning. We only started going a few 

years ago, I can't remember when. Although we attended meetings when S 

was a teenager and I spoke to MP's then as well. Some times in the past I 

had to distance myself from meetings in order to cope. They are very 

emotional gatherings. 

41. Documents that are relevant for the purposes of the Inquiry would be the ones 

that I have pointed out from the medical records. Dates of treatments and 

exact treatments mentioned are taken from records. Some others could also 

be important, but they are very technical and we don't even know what some 

things mean, plus the medical records are vast in number. Some of them are 

illegible and some are faded. The fact that liver function tests are referred to 

and that hepatitis non Anon B is mentioned proves that they were aware of 

infected blood. Also being told that Von Willebrand's treatment carried a lower 
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risk of infection. (Although still a risk). Consequences were played down. My 

husbands diaries from 1983 and 1984 were also helpful for dates. 

Statement of Truth 

I believe that the facts stated in this witness statement are true. 

GRO-B 
Signed 

Dated 231,2 / / ci 
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