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INFECTED BLOOD INQUIRY

WRITTEN STATEMENT OF.  GRO-B

1. i,GROBwiil say as Tollows: ~

Section 1: Introduction

lwasbormoni ___ GRO-B____ | |am married to
| have a daughter called GRO-B3Nd | had one son

administered to him to treat his haemophilia. During the course of this
‘staternent | intend to discuss the events leading up to! s s death and the
‘impact of his death. This statement is_made from my r&colRCtion of events. |
have not yet received copies of: s i medical records.

Section 2: How affected

4. Mysoni S Jwas bomnin1976. My father was a haemophiliac and | am.a.carrier
of fie fliness. As a result of this we were aware of the condition: ___S___as
born in Lewisham Hospital {"Lewisham”} even though we lived it GRO-B ihe
intention behind this was that. S lcould be tested immediateiy &mer his
birth for haemophilia, as Lewisham had a specialist Haemophilia Centre.
-Resnite the fact that | was induced and Lewisham had plenty of waming,
i S was nottested upon birth. ‘

5. My daughter GRO-B was two years old when! S was born and she was not

i

_happy. abouf hiaving a new baby around tHE Figiise. | recall that once, whilst

S vas sfill in the womb, he kicked GRO-Bvhile she was sat on my lap.

[ —_

He was a large baby, 9ib 50z.

8:__S __was not diagnosed with haemophilia until 1977. We had a year with no real

trouble beyond some minor bruises. We had placed cotton wool pads on the
corners of tables as a sensible precaution, but that was all. We considered
this to be fairly normal for-a house with & young child,

7. S was diagnosed as a moderate haemophiliac with 4% clotling agent in his
" Blood in 1977. My nephew is also a haemophiliac but his condition is severe
and my father's haemophilia was also considered severe. As | know this
“condition is hereditary, and that the severity of the lliness is usually the same
in each family, | do not know if a doctor made a mistake at some point. My
father lived and worked, including as a security guard, well into his 60's with
little or no treatment early in his life, aithough | recall he had had snake
venom, amongst other treatments. Whilst he had some troubles with his.
“knees and had to walk with a stick, life was not overly difficult for him and he
managed. My daughter does not remember him as being particularly frail or
disabled; just as being grandad.

8, Similarly,; S linitially led a normal life. He played football, biked, went to cubs
and "Aii§ "¢ondition was not bad while he was young. He was an outgoing,
friendly and adventurous child, and | remember him once getting onto on
another child's bike and zooming off down the road. He did not let his
haemophilia change his life and we were happy for him to live normally. My
daughter remembers specifically not being allowed to hit him, although he
was not allowed to hit her either.

9. Having said this,, S s haemophilia naturally led to him suffering from some
blesds and ramoer complications. Someone at his school once hit him and
he had two black eyes. When his baby teeth came through, he bled badly. He.
needed a bowl to catch the blood and we had to take him to the hospital.
Some of his testh were removed and his mouth had to be stitched, but in
general he was healthy and well.
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{reatments became available he had already been diagnosed with HIV and
s0 he was always treated at hospital and never at home. | remember them
often having difficulty locating the veins in his hands and arms. | cannot recall
the first time he received Factor VIII treatment but it was probably 1978,

11. During his childhood S iwas generally healthy, and if he bled we took him to
Lewisham for tréafitiént and then brought him home. It became part of
normal life. During his early childhood, he was also one of the biggest in his

class and was tall for his age.

12, However, in 1982 S had developed something strange on his thumbnail. it
was an unknown growth which the doctors could not identify, followad clogely
by Chicken Pox. He was very unwell at this time and _my_g!aughwﬁ; GRO-Bjiad
to stay with her aunty. It was an awful time and___S __ nad to havé ttié nail
removed. | do know that he received two injections of Factor Vi in quick

succession following the removal of the nail.

13. Subsequent to this he had a large number of colds, stomach bugs and ilinesses
which progressively became worse over the next three years. | recall him
‘once reaching a temperature of 104 degrees. No-one else in the house was
ill; we had all been eating the same food and my daughter attended the same
school

14, The following three years saw, S falling ill increasingly often. He needed
antibiotics to treat his condifioig @nd taking care of him became more time
consuming. | do not know if he was infected before or after the nail incident
or if indeed this incident was when he received the infected blood product.

15.0n 13 March 1985; S  had blood tests, and on 1 April 1985,Leraived a letter
in the post with e résuls. This letter informed me that; S ihad been
infected through blood products and had contracted HIV. “rrig Tétter did not
offer me any counselling or support and said little beyond “he’s HIV positive.
Yours sincerely’. Unfortunately, | tore the letter up immediately. | just did not
want to see it -

_____________

was going to die, and we had no idea how we could tell our eight-year-old
son “you’re going to die”. We could not tell his sister; GRO-B |either.

17. We were never told of any of the implications of HIV and subsequent to his
diagnosis, the information that we were given about it by the doctors was
very, very limited. | do recall that we were told that there was a five-year
incubation period and therefore the year 1990 became my target. | thought if
we could get him past 1990 then he would be alright. | took this on board and
it was very important to me, although subsequently | have learnt that it was
incorrect advice.

18, We were also given no information about the transmission of the infection and
while we were always good at washing our hands and being fastidiously
cle_an, this was as a result of our lifestyle rather than from medical advice.

19 S ibegan to miss more and more school in order to go to Lewisham for
T figatment, | remember once being told by Dr \Mhitmore, Consultant in charge
ofi S & treatment at Lewisham, that: _S.__hoyld not go on a school
jourrey:-v'his was in the spring of 1986 and__ S___was 10 years old at the
-tima. We knew that this was because of the HIV, and that they could not risk
i S linjuring himself and infecting one of the other children. | did not see
oW this risk was any different from the risk he posed or faced in the
playground, but Dr Whitmore held tha kavs o the Factor VIII treatment as he
was the Consultant prescribing it to: _S__and so we did not feel we could
argue with him. As far as; S was concerned, he was not allowed on the
school trip because of his figgitisbhilia. However, this was very upsetting for
him, as the whole school year went except for him.

20 s 5‘3 condition steadily deteriorated with him catching various ilinesses that Dr

~yhitmore could not diagnose. | recall someone at Lewisham once

commenting that | looked happier that day, to which | responded that this was

because they had diagnosed: S {with Tuberculosis (“TB"). | knew that

they could treat TB and so this was huge progress compared to them fighting
unknown ilinesses,

21.By 1988, s was vomiting frequently and we had all become used to helping
to mafiagé his symptoms, He suffered from bad (haemophilia) nosebleeds,
diarrhoea, vomiting and | can remember him crying during these episodes.
And they say “beware bodily fluids”.

22. My daughter, (6RO, has reminded me thal S !suffered from a perianal

.............

................
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abeut the worst of; g s illnesses since his deam | think | must have
blocked this memory-ormi my daughter reminded me. He was extremely
traumatised, upset and embarrassed by this event and | can remember him
being morlified by being looked at by the doctors. 1t was humiliating and
painful for him.

23. At some point ciuﬂngg S s treatment for his HV S was transferred from
Lawvsham to St Mary's Hospital ('St Mary s") “THIS 10l lowed his diagnosis

Marys as it ha& 3 specialist elmzc; At St Mary's| S iwas treated by
Professor Levin and a consultant, Sam Walters who &8 With the HIV and
the AIDS that it had now developed into. There was a huge amount of
stigma associated with HIV and AIDS at the time and | can remember one of
the nurses there saying that the only patient that she had seen with AIDS
was a "rent boy".

24; S s treatment for his HIV and ongoing symptoms was very traumatic, and
required a huge array of ﬁifferrant drugs and mad&c;anons to be administered
have recorded that. S vas receiving 26 drug treatments throughout the
average day, across 12 Fours of treatment. This was at home with me
treating him.

25, St Mary's begantotresd S iwith Azidathymxdina (*AZT™ treatment for his HIV,
which sadly did not Work for him. | remember another boy at St Mary’s who
‘was also suffering from AIDS and he mmveq with the treatment for his HIV.
However, he was never as il as! S iand: S rontinued to get worse
mspite AZT treatment. T

26. By 1989! S lwas undergmng a variety of tests and scans fo attempt to
diagnose’ @ach condition. | remember kidney scans and endoscopies, which
caused more harm than good, and provided us with no further details. He
‘was also auffaring from terrible thmsh which formed in a rash abmt hza throat

S Eﬁvsntuaﬂy he had to be presmbed pam killers to allow him to
“Swalow. However, as & result of his difficulty, he lost his appstite and suffered
%gmﬁcant weight loss.

ormr fo pmtact htm S inever re&!}y mmmwteﬂgad his ﬁ!neﬁs "He really,
really wanted to live-~As e kept bouncing back and recovering from his
various infections, the doctors thought ihat meir treatment must be working.

28, In 1990, as his health deteriorated furthsr s Was given a gastrostomy and
he had regular sputum tests. Every tinié 16 Tinderwent treatment or surgery,
his haemophilia meant that he faced additional risks. Frustratingly, the tests
nevear returned any clear resu Its, apart from di agrwsea for T8, Listeria and

us ihat they had magnosm S iwith “failure to thnva ‘He navef talked
about his condition and seemad détérmined to carry on.

29, He missed months at a time of school and he still scored &t the top of his class.
He was a clever and papuiar mv hewas never buﬂred My daughter mcaﬂ

canfessed that she was worried that m was going fo-mug hs;' Howavaf ﬁa"
had approached to ask howi S was doing. This was a sign of his
character, he was a very popUlar Boy, very funny and a genuinely lovely
pemfm

Qf spmlng b ood, spasms of the eeswphagus a dysmnic r&ac:tim to the dmgs
ulcers and thrush. He was.subigcted to blood cultures, painkillers and a
variety of tests. Alongside! S s normal transfusions and treatments, he
was given gamma globuliris every two weeks as well, throughout the year.
He also began to suffer from paranoia and depression. At one stage he was
given a bone marrow biopsy which was really awful and actually achieved
nathing.

31. Daspzte his diagnosis with HIV and associated symptams S '!(mk his GCSEs
in 1992 as he wanted a chance at life. He wanted 1o o wihgs with his life
and ha never ever gave up. He took six GCSEs but received no dispensation
from the exam boards for his condition. | can remember that children with hay
fever used to get extra time in the exams. However S am*i his sister, who
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was also undergoing_exams at the same time and was understandably very
fraumatised by S 1} diagnosis and ongoing deterioration, received
nothing.

32. By the time of his death in 1992 S had developed numerous permanent
conditions. One of his legs had §t6pped working, followed by a hand and the
doctors had considered a potential diagnosis of mofor neurone disease. He
had a large spongy lump on the side of his head.: S ihad become less
and less mobile, as well as losing most of his sight and speech. He had
blood in his spit and stool, and had to undergo a lumbar puncture. He had to
use a colostomy bag at the end and he was in such pain that he would
scream when touched. Whenever | see television scenes of mothers hugging

heir children on their hospital beds, 1 know | could never have done this with
! S ihewas intoo much pain. We had a small suction pump at home that
We Tigéd to clear his throat.

33, In the end hie organs failed. He spent the last three weeks of his life in a coma,
possibly assisted by the morphine. Oni GRO-B /1993 | S died, We were
advised by the GP not to have AIDS wiilléii 6fi his deati cartificate, due to

the stigma, but rather to list his cause of death as bronchopneumonia.

34.Beford_ S 5 death, St Mary's requested his body for a few days after his death
in BTAEF 10 assist their research, to which we agreed. ‘

36. | believe that! S suffered from various other infections as a consequence of

B his diagnosis With HIV and AIDS contracted through infected blood product.
By the time of his death, his HIV condition had progressed into AIDS and he
also seemed to suffer from vCJD infection on the brain. This caused him to
suffer hallucinations and he believed that things were crawling all over him. It
was extremely traumatic for us all, and he had a trip to Guy’s Hospital for
brain scans. Questions were raised about toxoplasmosis as a potential
diagnosis as well.

36. The doctors never mentioned Hepatitis to us and | do not know if. S suffered

from this condition. If he was tested for it, we were certainly névér to1d.

Section 4: Consent

27, \We-were naver informed of any risks inherent In the taking of Factor VIIt blood
-orociuct, We were told that it was wonderful, and that with the treatment
S yould be able to live a normal life. My daughter remembers finding a
Miffi-esque book which we were given about it with the line "with just a little

38. When! s was tested for HIV, we knew that he was being tested for the
colidition This test was a routine procedure at the time for all haemophiliacs,

39. The rest of the family was never offered a test for Hi\.at.the time. Had we been
offered | suspect that we would have said no.; GRO-Bhad a test when she

was pregnant with her first child, which was roufine, not because of family
history.

40. Prior to the HIV test and diagnosis, my husband cro-Bjad met with Dr Whitmore

and had asked about whether or not the FECtSr VIl treatment S was
receiving was British. Dr Whitmore promised my husband that; s~ inly
received British product. Subsequentlv; GRO-Bias been very angry 1ot out

that this was not true and that! S iinstead received infected American

41, In terms of our consent to his treatment, | do not know that we ever gave our
consent formally. In terms of the Factor VIl we agreed that he should
receive it but it was only ever presented as a good thing and seemingly the
only course of treatment. The risk of Hepatitis C or HIV was never presented
and it was certainly never put to us as a potential risk.

42. 1 do not recall ever signing any documents. The consent process possibly went
as far as being asked “is this okay?" and us agreeing fo it. We thought it was
for the best and were never toid otherwise.

Section 5:Impact
Impact of the diagnosis o, S

43. S }was devastated by the ﬁiagrmis, although being the type of person that
"""" nerwas, he just tried to carry on and fo get better. He really wanted to live. |
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cannot recall his reaction to us telling him about his infection with HIV. I'm
sure he cried but | cannot remember any drama_and we did not talk about it
afterwards. | recall on one occasion, whert S vas aware of his diagnosis,
one of his doctors took him into @ room &id 1618 him to let it out; to have a

really good “swear”. However, he didn't.

44, Affer_being reminded | do recall the perianal abscess had a big impact upon
| S :As his illness advanced it clearly became harder for him and he often
“Erisd during episodes of iliness,

45. | can also remember thai S was particularly upset by not developing at the
same rate as other BGYS Fil§ age. As a result of his iliness and the drug
treatment, he never went through puberty. This worried him a huge amount,
as he never really developed. The doctors treated him with testosterone

iniections at Guy's Hospital in 1991 but unfortunately this did not work,

| S was very upset about having to accept that this was how he would
look, and from the ages of 11 to 16 he continued to look like an 11-year-old
boy.

Stigma

46. Despite his diagnosis.ang missing large amounts of schooling due to hospital
appointments, S iinsisted on carrying on with school.  Despite being
small comparéd 6 6ther pupils, he sat between the popular girls, at their
request; he was alwavs funny and well liked. The head teacher told us that
we should keepi S s diagnosis with HIV a secret at school, _After this
they offered very liftié&imonst. One teacher did help my daughter; Gro-B and
another often visitedi S athome. This support seemed to be Yo fese

individuals personally.

47. s experienced stigma in other places as well. This was the period of the
- 1ifbstone advert on the television and | can remember the public’s view that
haemanhiliacs and people infected with HIV posed a danger to society. |
recalli S ibeing told that he could not use the toilet while attending
Lewishiaiii. This was especially upsetting as Lewisham had the Haemophilia

Centre attached to it and so they really should have known beter. ‘

Impactoni__ S s father

48.! S s death had a significant impact on the family. My husband; sro-sithrew
Rimself into his work to try and distract himself. However, Tié was
traumatised and depressed, and increasingly withdrew into himself. He was
working in London and in the 1980's it was not appropriate to take time out
for grieving. He also admitted: “somebody has to keep working.. Throwing

__himself into his work was how my husband coped and during: S 5 illness

:6rO-B Sould not acknowledge that he was going to die.

49. | recall two incidents during the treatment when my husband’s commitment to his
job was difficult to understand. On one occasion; S s consultant had to
ring him at work and tell him: “you need to be héfé”, T order to get him to
t‘;omﬁag-m-tm-gwﬁpital On another occasion, a nussa.said to me: “just how il
does! S ihave to be for him to be here?':SRO-Bwanted to be there to
SuppSitGE BUL he knew he had to keep working and his job was his way.,of
coping. He did, though, come every evening after work to see! s lin
ho&p&ai. | T —

5( Gro.avas also very angry with Lewisham after it emerged that he had heen_lied to
about the provision of American Factor Vil blood product to i S Qur
nephew had been treated solely with British factor and was not infected and
my husband was very angry about the sharing out of good blood and the bad
blood.

with counsellors. It became normal for her to come home from school to find
‘a note saying that we had gone to the hospital and she was given no choice
but to,cnne_with the situation. Despite her brother's iliness, no-one ever
asked! GRO-B'how she was feeling. Unfortunately, she found herself at the
front line at school especialiv..nf-having to lie about his condition to teachers
and friends in order tokeep: S 3 HIV a secret.

...............

53} 9_59-?}5&3 described this as being an enormous pressure on her to pretend that

§fi8 was fine and just a normal teenager. She has told me that she felt
isolated, as though she were in a bubble and she found she could not relate
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to her fellow pupils at school. It was such a big thing in her life that no-one
else could relate to and she found herself unable to sympathise with people
who were going through minor upsets in comparison to the huge issues she
was dealing with. She had friends, but no close friends, and felt that she
could not get the sympathy that she would have had if a family member been
suffering from something like cancer rather than AIDS.

55. On top of the isolation, secrecy and lies that GRO-Bhas had to endure, she has
also been tested to discover if she is a carier of haemophilia. This was
found negative and she has told me that she found this strangely upsetting,
as though she were grieving for a connection that she no longer had with her
brother. Upon the birth of her child she also realised that she had lost more
than just a brother, that she had lost an uncle to her children as well; possible
cousins for her children, as well as nephews and nieces.

56.]GRO-B also believes that her education has suffered as a result of her brothers
"""" TiFess. She took her GCSE mock exams shortly after we revealed: S s
diagnosis to her and she was horrified that one of the English mock
questions was about infected blood. She believes that her final exam results
were affectéd, as it was difficult to write essays and do her homework on the
end of a hospital bed. However, like her brother she received no support and
no dispensation from the school. She has told me that she did not want to
bring these things up at the time as she did not want to trouble me and felt

that | refied on her for her support.

57.GrRo-B has also told me that she felt that if she did not leave for university after
-------- riet exams, that she would never go. She has described this as trying to
cling to normality to get away from the horrors that were waiting at home and
that without this she would have sunk. It was hard for her to go away and she
called us for one or two hours every day from the payphone at university. She
did not feel that leaving university was an option, as if she did, she did not

think she would have been able to start afresh.

58. After S 5 death, GRO-Bias been able to reveal. S 5 diagnosis to more
pewpie aind more friends and has been receiving™s0mMa suppart from them.
.-She_has told me that she felt that keeping it secret was about protecting
i S iand with him gone she does not have to protect him any longer. |
riow That she has received counselling for this and has found this helpful.

501 S iwas not just a brother to her, but also an unconditional friend with whom
she could share anything. That is irreplaceable:

Impactonme

80. Following! S & death, | started a course in September 1993. | found that | had
to try &R fill every single hour with classes and events; to fill the day to keep
myself distracted. it was that or | would go under. After reading the old diaries
that | kept at the time, | realised that | had blanked out how awful that period
was forme while: S had been ll. | had put all of my feelings into a box to
try and protect mysélf. The process of opening that box again, to discuss
these events and prepare this witness statement for the-Inewiey, has been
traumatising. The hardship and the secrecy surrounding; S § diagnosis

...............

has made me short and harsh with people complaining abolf iirior things.

61, Throughout the whole time, | found that | had to just try and keep going to get on
with things. Duringi S & iliness | found a lump in my breast and went fo
the doctor, who strongly recommended that | got treatment privately, to get
the issue sorted as quickly_as possible; the family just could not cqoe. with
having that on top of__S__ 5 condition. The doctor was told about: S s
HIV diagnosis and to prove that he was not scared he touched my skin, and
said that he “was not at all bothered". | found this incredible.

62. | had to leave work wher, S became ill, in order to be able to look after him
and this made me féélifcreasingly isolated. From May 1990 | greatly
reduced my hours and finally left in 1991, Since his death | find that | cantalk
to friends a lot more about it, but at the time | could not in order o try and
protect him. 1 did not tell many people about his HIV until after his death. itis
still very difficult to explain the situation to strangers or new friends.

________________________________________
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similar characteristics. It is rather poignant to see two litle brown eyed
children together again. ‘

Financial impact
84. Finmciaﬂyj, S & infection has also had a severe impact upon us. | gave up

work and. ero-8yas the sole providacsa-the family. | found myself buying extra

food in order fo try and tempt: S ito eat, which often went to waste. In
addition to this we had to have fhé Washing machine on constantly cleaning
sheets etc, and the house had to be kept very warm to keep him warm. The
bills began to mount up, as did the train tickets to London in order to get him

o St Mary's.

65. Eventually it got to the point when! S tould not go on public transport, parily
due to his wheelchair and we calid it get a disabled badge in Westminster,
for St Mary's, as it had its own system. He was too unwel for public
transport. We began receiving parking fines and found ourselves having to
dash out of St Mary's in order to confront fraffic wardens before they could
ticket us, or to put more money in the machine. | had to drive across Central
London with a sick child, park the car and manoeuvre his wheelchair. It was
deeply traumatic but we had no choice,

Section 6: Treatment, care and support

66.. S was always treated with Factor Vil blood product for his haemophilia and
"""" figver received home treatment, instead going into Lewisham or 8t Mary's to
be treated there. Following his diagnosis with HIV he was given AZT tablets

to be taken to try and slow the progress of the infection.
67. | was given some_lessons on the ward as to how much and what drugs to

administer fori S hen we were allowed to take him home, and also for
his final months. T Técall being told that | had to keep gloves on and to keep
them sterile, and the, druas that | was using were so toxic that it could make
me ill to touch them. : GRO-Balso learned how to put on the sterile gloves, and

the routines, although |-administered the drugs on my own.

88. We were given support from the two or three of visits to Helen House hospice,
however they would not administer the drugs. One man from the hospice

gavai S i ride in his helicopter, which was something he had wanted to

experiénce, despite there being driving snow, which was amazing.

69. Our GP was always very good to us. He would leave his number whenever he
would go on holiday and even rang while away to check up on us, to make
sure that everything was alright. He would also brief another GP at the
surgery on the situation so that they could assist in his absence, if necessary.

70. | do recall one sifuation when the treatment we received was unsatisfactory. We
had to take} S o Guy's Hospital for & brain scan, however there was no
trolley providd for him. We had to carry him through Guy's Hospital.
Fortunately, he was_so_light by this stage that | could carry him myself.

Almost everything; S was suffering from at this point was undiagnosed
zpa:; from TBand Li§téia and Shingles. The doctor simply told me “we don’t
now”,

Obstacles fo treatment

71. In terms of access to treatment, we did have some difficulties throughout the
‘process. We felt that we could not counter Dr Whitmore's arguments for fear
that the supply of Factor VIl would be affected, although we just assured
that! S was given the best treatment possible. | know-that.my husband
has Tigvar forgiven Dr Whitmore for telling us that all off S s treatment
Bt s R TR S R A :

72. | always found it peculiar that when we attended St Mary's; S was made to
wait until the end of the day for his operatien.-itwas explainéd to me that the
St Mary’s had to clean up thoroughly after; S 5 operation, in order to fimit
the chance of cross-infection. They wantéd 16 gét everyone out of the way
and clean up aftef g || was very surprised by this, as surely they should
be cleaning up thdrougry after every operation.. S __was at risk from other

people’s infections and ilinesses as well and his weakened immune system
exacerbated this. They should have deep cleaned before him.

73. 1 do recall that there was some difficulty i~-ohtsining dental treatment fori__S__|
because of his haemophilia. Normally, S  would be referred to Lewisham,
however subsequent to his HIV diaghosis he was sent to King's College
Hospital (“King's College"), as normal dentists would not accept him._Haooily,
we had no difficulty once the special booking had been made ang GRO-Bhas

even told me that she found ‘going to King's College quite axc;mngl asitwasa
specialist dental hospital. Apart from having to go to hospital for dental

ANONYMOUS

WITN3123001_0007




treatment there were no problems with King's College.
Counselling ANONYMOUS

74. We were offered some counselling as a family, however after a few sessions, we
decided that this was not particularly helpful. None of us were willing to talk
about this=e-in-q room together and it was not successful. This was partly
because; S iwas present and none of us felt that we could talk openly
about ouf T88liTigs in front of him.

75. In addition to this, my daughter has said that some of the feelings and issues she
would have wanted to talk about with a counsellor, were about the rest of the
family. She did not think she could raise these in a family counseliing
gession.

76. | can simply.temember after he died, not wanting to talk about it at all. 1 only
wanted! S ‘back and so | filled my days with-courses and volunteering to
try and K&&p Busy. In retrospect, | accept that individual counseliing possibly
could have helped.

77. Vknow that ELGRO-B sees a counsellor and received some counselling at university.
| believé §g found it difficult to keep going to counselling but did appreciate
the support that she had been receiving.

78. Lewisham provided us with a social worker called Clare, however she got married
and moved to America and was never replaced after that, noone fully
understood our family's situation and while we did recgive_some help from a
pleasant nurse, we had no real back-up and support;GRO-B also had two or
three counselling sessions via the McMillan nurse. “““““""

Section 7: Financial assistance

79. We did receive some financial support from the Macfarlane Trust. This was single
lump-sum payment which | believe was to the sum of £15,000, or possibly
£20,000.

80. | can recall that the forms to apply to the Macfarlane Trust for financial assistance
were not easy or simple to fill out. My daughter: GRO-B gan remember us
filling them out on holiday and that the process Wens ey difficut. The fact
that she can remember this despite not being involved in them indicates how
tricky they must have been. Since this one-off payment | think we have
received no further help from the Macfarlane Trust.

81. In addition to this, a social worker at §tMands once managed to secure us some
money to assist with transportingi__ S __and whilst this was not ‘much it did

'go some way towards paying for petrol and train fares.

Section 8: Otherissues

82. The secrecy and stigma of | S !s illness has been incredibly difficut
Sometimes | would say that TH&d a son who died or at other times | would
just say | have a daughter, but that feels wrong as if | am somehow denying
him. A lot of my old friends now know what happened, although more casual
acquaintances do not. | usually just say “if's a long story" if it comes up in the
hope that people do not ask further. | had to cope with and go through so
much at the time that | just boxed up all of the grief and feelings; this was
how 1 coped,

83 s : death has been incredibly difficult for us all. | lost both my parents and
“---1ry*son when | was still quite young and | feel that | have become quite a
hard person as a result. My whole life has been affected by his death and if |
get to 80 years old, on my birthday | feel | will still be looking around for him,

as someone is Missing.

Statement of Truth

| beligyeg *-fmetnmbabasdindioinil totament are true.
GRO-B |

Signed ;
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