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BEFORE H.M. SENIOR CORONER FOR MILTON KEYNES

INQUEST INTO THE DEATH OF | GRO-A

PIR

Overview of relevant law

1.

1.1

1.2.

Article 2 contains two different duties relating to an investigation:

There is a “duty of enhanced investigation” by which the state must
proactively bring about an effective and independent investigation. This

was the duty considered in Middleton.

The state must set up a judicial system which, as a whole, enables any
citizen to access an independent, practical and effective investigation of

the facts of any death.

(i) The duty of enhanced investigation

2.

This duty is triggered, inter alia, if it is arguable that there was a failure by
healthcare authorities to put in place appropriate systems of operation:
R (Humberstone) v Legal Services Commission [2011] 1 WLR 1460 §§58,
69-70.

It is necessary to show that there was a real risk fo /ife (not just of bodily
harm) before article 2 can impose an obligation to put in place suitable
systems for the protection of life. In G.N. & Others v. Italy application
n0.43134/05, judgment of 1 December 2009, the ECtHR decided that there
was no substantive breach of article 2 when a number of people in Italy were
infected by HIV and hepatitis C in the 1980s following blood transfusions.
The main reason was that it had not been established at the material time that
the authorities knew or should have known about the risk to life due to

transmission of these diseases.
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4.

6.

7.

So if the risk to life only came about after the death was caused, or after any

failure took place, then there will be no violation of the systemic duty.

There is little guidance in the caselaw as to what “appropriate systems”
means, and how onerous the obligation is (at best, see Savage v South Fssex
Partnership NHS Foundation Trust [2009] 1 AC 681 at §44-45). However, it
is likely to depend on factors such as whether there were good reasons not to
adopt a particular system and the extent of the risk to life. The authorities
must be given a discretionary area of judgment to decide which particular
practical measure are appropriate. That is so in the context of the provision of
healthcare to those operating the state’s dangerous activities (see Brincat v.
Malta 60908/11 & ors, 24 July 2014, §101) and must apply more forcefully in
the field of healthcare to ordinary outpatients for whom the state has assumed

no responsibility.

It is arguable that article 2 requires investigation of systemic failures even if
they did not cause death, in order to assuage the anxieties of the public or to
learn lessons to protect others in future. There is considerable public anxiety
about the matters raised in this case. However, it is unlikely that the need to
assuage that concern could require the investigation of an issue if the Coroner
decides there was not even arguably a failure, or the issue could not have
caused death. Similarly, the importance of learning lessons is diminished

because the systems have changed so much since the problems that caused

for further evidence on the systems that are in place now, as compared to

those in the 1980s.

The extent of the investigation required where the enhanced duty is triggered
by an arguable systemic failure is not entirely clear. In R (on the application
of Amin) v. Secretary of State for the Home Department [2004] 1 AC 653 it
was said that there are minimum standards which must be met. Those
standards are outlined in paragraph 41 of the family’s submissions.

Humberstone decided that the family must be able to effectively participate.
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10.

11

Several recent authorities have suggested that the procedural duty is flexible,
and what is required depends on factors which include the age of the breach
and the nature of the substantive obligation of which there is an arguable
breach (such as R (/1) v Secretary of State for the Home Department [2009] 1
AC 588 at §31 and 77; R (Ali Zaki Mousa) v Secretary of State for Defence
(No 2) [2013] HRLR 32 §170-211; R (Long) v. Secretary of State for Defence
[2014] EWHC 2391 (Admin) at §93; and Brecknell v. United Kingdom [2008]
46 EHRR 42, at §71). However, it appears that even if the investigative duty
is flexible, the investigation must still effectively investigate arguable
systemic failures, and oral evidence must be called if it is available and if in

the Coroner’s view that is necessary to effectively resolve the matters at issue.

Those factors are important when it comes to considering whether previous
investigations have satisfied any enhanced duty to investigate. If there are
issues which require investigation, it is unlikely that the Archer inquiry was
effective. That is because it had no power to compel anyone to attend or
produce documents. A number of DoH witnesses did not give full oral

evidence, and some documents were not disclosed.
It is not clear whether the Penrose Inquiry will effectively investigate all of
the arguable systemic failures, because it is focused on Scotland. The relevant

systems appear to be different to some extent.

But even if the pre-existing reports do not entirely discharge the article 2

enhanced duty to investigate, the Coroner may still rely on them as evidence
(for example, see R (Long) v. Secretary of State for Defence [2014] EWHC
2391 (Admin) at §91). It may be that those reports demonstrate that there was

is no oral evidence which the Coroner thinks may alter that conclusion, then
there would be no need to continue to investigate the alleged systemic
failures. The cases in paragraph 8 above indicate that the investigation does
not need to be as thorough as at a death in custody inquest, if systems have
been corrected, if there is a long time since the alleged failures, and where the
breach involves healthcare rather than say prison suicide or police shooting.

They suggest that the Coroner has some latitude in deciding whether further

~
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evidence, including oral evidence, is necessary.

(ii) Access 10 a judicial system for the investigation of any death

12.

14.

15.

16.

17.

18.

Article 2 also requires there to be a judicial system which the citizen can
access to bring about the practical and effective investigation of those deaths

for which the enhanced duty to investigate is not triggered.

This duty was described in Takoushis at §105 as follows:
“the state must have a system which provides for the practical and
effective investigation of the facts and for the determination of civil
liability”.

And at §106:

“in the context of the other procedures available, an inquest of the
traditional kind, without any reading down of the 1988 Act by giving a
wider meaning to "how" as envisaged in the Middleton case [2004] 2
AC 182 | and provided that it carries out the kind of full and fair
investigation which is discussed earlier in this judgment and which (we
hope) will now take place, in our opinion satisfies the requirement that
there will be a public investigation of the facts which will be both
practical and effective. Moreover, the family will be able to take a full
part.”

The “full and fair investigation which is discussed earlier” refers to the
requirement that, even at a traditional inquest, certain systemic failures should

be investigated: §43-54.

Some ECtHR cases have suggested that the availability of prompt civil

proceedings will be sufficient to discharge this duty.

However, in my view it is likely in this case that whether or not the enhanced
duty to investigate was triggered, that will make no significant difference to

the scope of the investigation.

Firstly, several cases have observed that the scope of a traditional inquest,
following Takoushis, should be equivalent to that of a Middleton inquest, for
example: R (Sreedharan) v HM Coroner for Manchester [2013] EWCA Civ
181, §18(vii); R (Smith) v HM Oxfordshire Coroner [2011]1 1 AC 1, §§73-78,
152154 and 208; R (Lin) v Secretary of State for Transport [2006] EWHC
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19.

20.

21.

22,

2575 (Admin), §32.

It follows from those cases that the considerations set out in the previous
section should apply equally to a traditional inquest. Thus, if the three
conditions in paragraphs 4-6 above are met, and there are arguably systemic
failures which were potentially causative and which have not been effectively
investigated already, then a traditional inquest should investigate those

matters.

That analysis is supported by Kennedy and Black v. Lord Advocate [2008]
CSOH 21 is relevant. That case is not binding, but it is helpful because it

considered what duty there was in Scotland to investigate the same matters

It decided that the article 2 duty was engaged in the sense of requiring there to
be a judicial system which a citizen can access, rather than in the sense of
there being an enhanced duty to investigate. That is clear from the fact that the
Court of Session explicitly applied the approach in paragraph 105 of
Takoushis: §90, 92 and 128.

Kennedy decided that article 2 required an investigation because there were
reasonable grounds for believing that the deaths may have resulted from
“wrongful actings” on the part of those responsible for providing supplied of
blood products: §75. Although Kemmedy noted that the Archer report was
pending, and that civil proceedings were available, it decided that a Fatal
Accidents Inquiry or a public inquiry were the only means of offering a

realistic prospect of a practical and effective investigation: §128.
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1.

1.1

1.2.

14.
1.5.

3.1.

32

Further directions

The family submit that the article 2 enhanced duty is triggered because

family specify a number of unanswered questions, in paragraph 20, which are
in summary:
When should the Government have become aware of the dangers of
importing blood, and should they have ceased to import such products at
an earlier date?
Should haemophiliacs and their families have been warned earlier about
the risk of contamination of Factor VIII concentrate?
Should the UK have moved earlier to self-sufficiency in the supply of
blood products?
Was there delay in putting in place testing for hepatitis C and HIV?

Was there delay in putting in place heat treatment?

The Treasury Solicitor, on behalf of the Department of Health, accepts that if
there are systemic issues relating to the provisions of contaminated blood
products of potentially causative relevance to the death, and if those systemic
issues have not been adequately addressed by other independent investigations
into the provision of contaminated blood products, then it would be necessary
to include such issues in the scope of the inquest. However, the Treasury
Solicitor submits that this question cannot be properly addressed until the

report of the Penrose Inquiry has been published.
I have decided to seek further information, namely:

The final report of the Penrose Inquiry. This is due to be produced shortly,
in autumn 2014,

GRO-AI'S care, or

H
i
[ S

Any evidence from medical professionals involved in
other sources, regarding (i) when or within what period he received the

contaminated blood products which caused his HIV and also his hepatitis

’s haemophilia, and whether it was

type A or B.

[ ]
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3.4

4.1.

4.2,

43.

A statement from the Department of Health containing a brief overview of
which body was responsible for the key decisions relating to the four
matters set out in paragraph 1 above during the period 1975 to 1991 (i) in
England and Wales and (ii) in Scotland. The purpose of this statement is

to help understand the extent to which the Penrose Inquiry’s conclusions

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

A statement from the Department of health giving a brief overview of

what system, policy or training for the type of medical professionals who

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

treatment of this type and asking whether they consent to it (i) was in
place between 1975 to 1991 and (ii) is in place now. Please describe
whether there was any difference between the systems in England and

Wales as compared to Scotland.

Once this information has been received, 1 will circulate it to interested
persons, unless there is an application under .15 of the Coroners Rules 2013,
I will then determine what issues ought to be investigated by this inquest. If
the interested persons wish to produce further submissions in light of the new
information I will consider them, and they may wish to address the following

matters:

Did the Penrose Inquiry effectively investigate any arguable systemic

So far as relevant, what does the article 2 enhanced procedural duty
require of an investigation into systemic failures in physical healthcare for
outpatients? To what extent is it necessary for relevant oral evidence to be
taken? Is the duty a flexible one, and if so, are factors such as the length
of time since the alleged failures relevant (see R (Ali Zaki Mousa) v
Secretary of State for Defence (No 2) [2013] HRLR 32, §170-211)?

When did the authorities in England and Wales know, or when ought they

to have known, that there was a real risk to life (not merely of bodily
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4.4.

4.5.

4.6.

4.7.

harm) due to contamination of Factor VIII with hepatitis C?

products which caused (i) his HIV and (ii) his hepatitis C?

When should testing or heat treatment have been introduced?

What standards are expected by article 2 of systems relating to physical
healthcare for outpatients? Is there any more specific guidance about
whether the issues in paragraph 1 above could breach article 2, than that
contained in Savage v South Lssex Partnership NHS Foundation Trust

[2009] 1 AC 681 at §44-45?

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

on 24 May 2012. I am anxious to ensure there is no further unwarranted delay.

However, the further information sought is liable to be of considerable
importance to my decision. It may be determinative. The Penrose Inquiry is
focused on Scotland but its terms of reference are broad. It is likely to produce
a range of significant evidence, such as: (1) when the authorities in England
and Wales knew or ought to have known that there was a risk to life due to the
contamination of blood products, and what the extent of that risk was, (2)
when tests for HIV and hepatitis C became available, (3) when heat treating

was developed.

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

could have used, and whether the risks of that product were lower than the
risks of Factor VIII. It may show whether the Department of Health was right

to conclude that:

“Self-sufficiency in blood products would not have prevented
haemophiliacs from being infected with hepatitis C. Even if the UK
had been self-sufficient, the prevalence of hepatitis C in the donor

CRMKO00000001_0009

WITN7690011_0009



population would have been enough to spread the virus throughout the
pool”.

8. I have not yet received information to show the extent to which the relevant
systems apply equally to Scotland, as to England and Wales. However, it
appears that there was at least some overlap, and therefore that at least some
of the conclusions in the Penrose report about what went right or wrong in
Scotland would apply equally to England and Wales. If so, that is likely to be
an important consideration in my determination of what issues must be

investigated.

9. It appears that the information set out above can be obtained fairly quickly.
There is no precise date for publication of the Penrose Report, but I
understand that it remains expected in autumn of this year. I would like to
receive the information specified in paragraphs 3.2-3.4 above by Friday 14%
November. T will then circulate relevant information, and as long as the
Penrose Report is available, will at that stage set a date for further submissions

and a pre-inquest review if necessary.

Thomas R. Osborne
HM Senior Coroner Milton Keynes. 12" September 2014

[ o ]

CRMK00000001_0010
WITN7690011_0010



Updated (May 2016)

Chronology
Mr GRO-A
GRO-A
Northamptonshire | __GRO-A
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Updated (May 2016)
Chronology

GRO-A

DOBicro.ALGO
DOBicro-A112

Page:

Comment;

24

G, P. records

Letter from Paediatric Registrar, St Bart's Hospital, London to G. P. re
possible haemophilia (x2 maternal bothers affected).

18.10.69

26

G. P, records

Seen by G. P. Large haematoma right groin. Sent to Queen Elizabeth
Hospital. Referred to The London Hospital, Whitechapel.

Plan: For follow up at Haemophilia Clinic.

Family History: Maternal grandmother is haemophilia carrier. Uncle is
haemophiliac.

18.10.69

25

G. P. records

Letter from The London Hospital, Whitechape! confirming severe
haemophilia.

1970-
1976

28-53

G. P. records

Letters from{___GRO-A i District Hospital regarding admissions for

bleeding issues.

20.03.75

47

G. P, records

"...No reason why {cro-aishouldn't attend normal school full-time from
next term...."

28.06.76

58

G. P. records

school for physically handicapped children....Have informed the County
Education Qfficer...”

1977

68

G. P. records

Attended | GRO-A

1978

69-78

G. P. records

Discharge letters from St Mary’s Hospital, Portsmouth re admissions re
bleeds.

11.06.79

80

G, P. records

initiation of prophylaxis. Dr O'Brien, St Mary's Hospital happy to provide

]
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Factor Vi,

30.06.80

1212

The Roval London Hospital records

Lelter from Morth Hampshire Health Digirict to Dr Colvin,
Patient will be boarding af the Lord Mayor Treloar College from
Sepiember 1980, Reguest from Dr Argnstam for medial details,

18.12.80

1215-
1221

The Royal London Hospital records

Letter from Dr Wasse! to Dr Colvin enclosing term's resulls.
Patient on alternate day prophylaxis aiming at breaking the cyele of
frequent bleeds into his right knee and slbow,

02.08.81

22
1714

G, P. records/ The Royal London Hospital records

Seen on Haemaiology OPD clinic at The Royal London Hospital. Letter
0GP
Reply {0 lefter from Lord Mayor Treloar Centre.

medical advice and mother's inability to bring him for out-patiend
consultations and support at home. Discharged on 13.08.81 with
instructions to take 500 units of FVIH daily snd attend OPD 17.08.81,
Falled to do this.

15.12.81

1242

The Royal London Hospital records

Letter from Dir Aronstam to Dr Colvin enclosing term’s results. .

....His parents attended a house conference in October and his mother
came put firmly against prophylaxis. She thought the material might be
affecting his brain!

02.07.82

1248
52

The Royal London Hospital records

Letter from Dr Wassef o Dr Colvin enclosing term's resuils.

01.08.82

a8
1718

G, P. records! The Royal London Hospital records

Seen by Dr Colvin, Senior Lecturer on Haematology OPD clinic at The
Royal London Hospital. Letter to Treloar Haemophilia Centre dated
08.09.82

Review. Admitted over the summer dus to flare up of knee. Received
intensive physiotherapy under FVH cover. Needs continuation of
prophylaxis and physiotherapy.

14.12.82

1259

The Royal London Hospital records

Letter from Dr Wasse! to Dr Colvin enclosing term’s results.

31.03.83

1722

The Roval London Hospital records

Seen by Dr Colvin, Senior Lecturer on Heematology OPD clinic at The
Royal London Hospital,

HMome for x3 days, Says he is all right - Doesn't seem o care....x2 right
knee bleeds only during last term. Not allowed 1o play football. Not
doing physio. Doesn't like i, Blood tests ok.

x2 days ago, Bleed into right knee which has now resulved. Injections
into left elbow given by mother. Happy (o spend Easter playing with
oompuler,

Orn exam:; Well, no lymphadenppathy. Liver and spieen not palpable. All
joints normal except right knee.

Opinion: Recent right knee bleed, Give 500 tomorrow. Then decide
depending on condition,

31.03.83

2645

The Royal London Hospital records

Virology results: Anti HBs Positive,
HE Ag Negative,

Sak
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020683 | 1273 The Boyal London Hospital records
1723

Seen by Dr Colvin, Senior Lecturer on Haematology OFD clinic at The
Royal London Hospital. Leltter 1o Dr Aronslam dated 00.06.83.
Has been on sliernate day prophylaxis....physio on and off. Knee was
ok until last week of term, when it bled. Mrs
prophylaxis, [orae-A 1 doesn't mind. Mrsie
blond efc.
On exam: In a wheel chair,
Folipy: AQDS explained to Mrsicro-a
worse than usual save perhaps for incressing FFD (Fixed flexion
deformityy- will write to Dr Wassef explaining Mrsiero-Als distaste for
prophylaxis, Also mention possibility of more physio and splinting +/-
wearing at night.

28.06.83 | 1274-5 | The Roval London Hospilal records
Letter from Dr Wassef to Dr Colvin.
... Transfusing with Armour Factorate as reacted to the Lister
Concentrate....
AIDS related investigations:
Clinically he sxhibiits none of the stigmata of AlDS. Examination of his
superficial lvmph nodes on 11.03.83 revealed palpable bilateral
tonsillar, left axillary and bilateral shotty inguinal lymph nodes. For your
information we havs undertaken the enclosed AIDS related tests. We
are repeating these tests before the end of term and will let you have a
copy of the resulls when they are available.

18.03.84 | 1285 | The Royal London Hospital records
Letter from Dr Wassef to Dr Colvin,
~He was tested for Anti HTLY 3 for the first time on 12.01,.84 ang
was found to be positive. .

200884 | 2647 The Roysl London Hospital records
Virclogy results: Anti HBs Positive.
HBAg Negative

068.09.84 | 105 . P, records/ The Royal London Hospital records

1301

Seen by Dr Colvin, Senior Lecturer on Hasmatology OPD clinic at The
Royal London Hospital, Lefter o G. R
Review. Madication: FVHI prophylaxis 780 units svery other day. Not
wearing calliper regularty, bul knee cool with no effusion. {May need
arthrodesis in long run).

17.10.84 | 103 G, P, records
Educational Psychologist's report Lord Mavors Treloar College.
Full 1G 118,
Recommendations & Conclusions: Air o continue with education
beyond 16 in a Sixth Form College. Advantages o him doing this
iocally, rather than here,

12.12.84 1302 The Roval London Hospital records
Letter from Dr Wassef to Dr Colvin,
8. Lately we have changed 1o Heat Treated Factor VIl {(Marked Hin
the computer sheet} for patients who were taking commercial Fastor
Vil Those who were on the Lister remain unchanged.

13.068.85 | 107 G. P. records

Genetic Counseliing: Nu risk to suns of disease or of being carriers. All

13
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daughters will be varriers.

2507.85

108
1307

G. P records/ The Roval London Hospital records

Seen by Dr Colvin, Senior Lecturer on Hasmatology OPD clinic at The
Royal London Hospital. Lelter to (3. P. dated 08.08.85.

Raview. Now left Lord Mayor Treloar College at Alton. Will follow up
here and 1o continue with home treatment. Only problem is his severely
damaged right knee, into which he bleeds from time to time.

Referred (o Mr B A Roper, Consultant Orthupaedic Surgaon, explained
very young for knee replacement and a number of revisions might be
necessary a5 he gets clder, perhaps culminating in an arthrodesis at g
fater time,

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

&5.07.85

2648

The Reyal London Hospital records

Virglogy results: Anti HTLVI positive.
HBAg Negative

01.10.85

2140

The Royal London Hospital records

Emergency admission to Royal London Hospilal via A & E with blesd
into knae.
Anti HTLY 1 +va,

01.08.88

1323
1740

The Royal London Hospital records

Seen by Dr Colvin, Senior Lecturer on Haematology OPD clinic at The

Roval London Hospital
Repeated failure to attend for follow up. No more home reatment to be
issued until have seen him.

(1.12.88

1742

The Roval London Hospital regords

Seen by Dr Colvin, Senior Lecturer on Haematology OPD clinic &t The
Royal London Hospital.
Very well, Blead into right knee last night-woke up with blesd,

Work- computer programmer ini GRO-A_Hor x1 year so far-another
year to go. Has missed about x2 months, Hopes for work in due course.
Baoked to go on a boating holiday in August. Numbers of aches and
paing, but no bleeds. Cancelled holiday. They nead a letter confirming
not well, Has not had any home treatment since Qotober becauss he
failed to keep appointments .,

Policy:

. Write lelter re holiday

Send back 1o Mr Roper for opinion re knee surgery

Give home treatment suppliss

Send appointment for CGB in x8 months. Biood tests done by

Alton

2w

04.12.86

113
1330

G, P records! The Roval Londen Hospital records

Letter from Dr Colvin, Senior Lecturer on Maematology OPD olinic at
The Royal London Hospital to G. P,

Review. St having trouble with right knee. rregular attender but wall in
himself, continues on home treatment and s in regular employment in g
youth training scheme.

10.08.87

1747

The Royal London Hospital records

Sesn by Dr Colvin, Senior Lecturer on Hasmalology OPD clinic at The
Royal London Hospital,

Very well in himself. R knee is only troublesome joint. Mad a bleed into
knee last week — and only bleed for a long time-x1 per forinight. Warnts
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o see a dentist at home — will let him know about HIV antibordies. Has a
car and has mobility allowance, Waorking in GRO-A

On exam: Minimum lymphadenapathy. Mouth clear, spleen not
entarged.

Ogéni{} Urchangezﬂ Fuii ﬁiscxsasmn on home treatment, %‘aams’ Vi

iGRO -Al pmmxses 0 %ry agam

Paimg Reissue home treatment. TCA Dec to arrange, Reassured that
condition is clinically stable,

18.08.87 | 114 . P. records/The Roval London Hospital records
1341
Seen by Dr Colvin, Senior Leclurer on Maematology OPD clinic at The
Royal London Hospital, Letterio G, P
Review. Not a good attender and not complied with the rules for home
freatment. Long interview. Decided o re-establish home treatment, but
have some doubts as fo whether will comply,
08.04.88 | 1752 The Roval London Hospital records
Consultation between Dr Colvin and MrigrRo-A i GRO-A__I's uncle).
Believes that his nephew has been fold he cannot have come to the
hospital for treatment,
‘This has never been the case and indeed | have repeatedly tried to get
Mriero-aito come for treatment. | have phoned MrsiGRo-A] this evening
to axplain that | am willing to treat her son at any time of the day or
right but cannot give him home treatment if he will not keep records or
come 1o oulpatients.,
11.04.88 | 1753-5  The Roval London Hospital records
Seen by Dr Colvin, Senior Lecturer on Haematology OPD dlinic at The
Royal London Hospital.
.Folicy
Discussion on:
1. AIDS-probably wait and ses re possible fregtment before
iness develops.
2. x3 monthly consultations
3. lssue home treatment material
4. For further material via Brentwood # possible
5. Reissue only after receipt of forms of last set of reatment.
19.04.88 | 115 3. P records! The Roval London Hospital records
1348
Seen by Dr Colvin, Senior Lecturer on Haematology OPD clinic at The
Royal London Hospital, Letter to G. P
Review. Continues 1o be a problem as fails to keep appointments or fill
in home lreatment record sheets. Remarkably wall in himself and is
employed by an| GRO-A iwhere very happy.
Hb concentration low and evidence of iron deficiency, request for G, P
to prescribe Ferrous Sulphate,
13.06.88 | 1758 The Roval London Hospital records

Seen by Dr Colvin, Senior Lecturer on Haematology OPD dlindc at The
Royal London Hospital.

Further discussion on MV, Mas a girlfriend and wants o start a family.
Explained that he should use a sheath and am willing to meet his
girifriend who is 16 to discuss the matter. | have said that having a ohild
is not advisable but that if he does decide, against advice, o start a
family thee really the sooner the better, if his girlfriend is also HIV neg.
He does not think a discussion at present would be appropriste.
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18,0788 | 1353 | The Roval London Hospital records
Referral tetier from Dr Colvin, Senior Lecturer on Haematology OPD
clinic at The Royal London Hospital o Mr Richards, Dept of
Conservative Dentistry.
Anti HBs positive, HBsAg negative and antl NIV positive,
13.90.88. | 117 3. P. records! The Royal London Hospital records
2473~
2183 Emergency admission via A & E. Struck his head on 2 car bonnet whilst
working on a car.
No neurological deficlt, Treated with 1800 units FVIlt & admitted for
observation.
14,12.88 | 2851 The Rovyal London Hospital records
Virology results:
MY anti-core Positive
HIV antigen Negative,
1000388 118 G, P records! The Royal London Hospital records
1360
Seen by Dr Colvin, Senior Lecturer on Haemalology OFD clinic at The
Royal London Hospital, Letter to 3. P,
Review. Sl iron deficlent. Now tried fo insist he takes Ferrous
Sulphate.
05.0889 | 118 G, P. records! The Royal London Hospital records
1362
Been by Dr Colvin, Senior Lecturer on Haemaiology OPD clinic at The
Royal London Hospital. Letter to G, P.
Review. Remains very well, Has responded o Ferrous Sulphate.
2607.88 121 G. P. records! The Royal London Hospital records
2184
2189 Emergency admission with painful neck. Involved in RTC. Car rolled x2,
1763 pulled from car by girifriend.
Unable to move neck.
Cervical x-ray showed fraciured odondoid peg. Treated with FVIl
3,.000units and reviewed by neurosurgery ~ fracture immobilised by a
halo brace,
211188 | 122 G, P, records! The Royal London Hospital records
13867
Sean by Dr Colvin, Senlor Lecturer on Haemainlogy OPD dlinic at The
Royal London Hospital, Letter io G. P.
Review. Now doing well since fractured odoninid peg and halo brace
removed,
08.0280 123 | G, P. records/ The Royal London Hospital records
1369
Sean by Dr Colvin, Senior Lecturer on Haemalology OFD dinic at The
Royal London Hospital, Letter to . P.
Review. Recent sore throat which recovered immaedistely with
erythromyein. No new physicel signs. Blood lests normal.
220880 124 G, P records/ The Roval London Hospital records
1377

Seen by Dr Colvin, Senior Leciurer on Haematology OFD olinic at The
Royal London Hospital. Leller to G. P

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

Review, Married | __GRO-A i Taking no drugs and no abmormal signs
save for fixed flexion deformity in his right elbow and chronic damags to
right knee.

Plan: Referred o Dental Dept and arranging for inhaled Pentamiding
prophylaxis. Declined offer of regular Zidovudine prophylaxis and
refused to have a Hep T test.

Offered sexusd counselling, Wife will think about Hep B and a HIV test,

but refused Hep © test,
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31.07.91

129
1384

G, P. records! The Boval London Hospital records

Seen by Dr Colvin, Senior Lecturer on Haematology OPD clinic at The
Royal London Hospital, Letter to G. P, dated 07.08.81.

Review. Well but difficulty complying with medication. Doubt whether
ever will. Explained betier {o take nothing than medication from time
fime.

02.06.83

133
1398
1788

G. P, records/ The Royal London Hospital records

Seen by Dr Colvin, Benior Lecturer on Haemalology OFD olinic at The
Royal London Hospital, Letter to G, P. dated (8.06.83.

Review. Wife recently left him. impossible to arrange satisfactory
supervision of home treatment. Not compliant with HIV prophylaxis,
Plan: Gone away to think about what wants to do and when decided to
contact. Review Sept 93,

13.10.83

138
1402
1797

G. P, records! The Royal London Hospiltal records

Seen by Dr Colvin, Senior Lecturer on Hasmatology OPD clinic at The
Royal London Hospital, Letter 1o G. P. dated 15.10.83,

Review. Struggling with divorce and death of one of his friends with
hgemuophilia.

141284

2683

The Roval London Hospital reconds

Virology results;
Hep © virus detected.

16.08.95

150
1831

3. P records

Seen by Dr Colvin, Senior Lecturer on Haematology OPD clinic at The
Royal London Hospital, Letter 1o G. P. dated 17.08.05,

Review. No factor Vill recently, feels sick after meals, no loss of
appetite. x20 pints heer a week. Not filling In home treatment shests,
Symploms are emotional. Offered counselling in Graham Hayton Unit
with Dr J Sweeney for psychiatric opinion.

Plan: Stopped home freatment programme.

(8.10.96

157
1480

G. P records/ The Royal London Hospital records

Seen by Dr Colvin, Senior Lecturer on Haematology OPD clinic at The
Royasl London Hospital. Letter 1o G, P,
Revisw and consideration of restarting home treatment.

45.03.87

160
1455
1872

G. P. records/ The Royal London Hospital records

Seen by Dr Colvin, Senior Lecturer on Haematology OPD dlinic at The
Royal London Hospital. Lelter to G. P dated 12.03.87

Review with D Sweaeney, HIV Specialist. Lacks motivation, wanis
stronger pain kiflers. Tearful, when unable fo suggest analgesia.
Reviewed by Dr Chikanza, Consultant Rheumatologist in March 1887,
who thought he was depressed and prescribed Amilriptyline.

21.0887

162
1457
1873

5. P. records/ The Roval London Hospital records

Saen by Dr Colvin, Senjor Lecturer on Haematology OFD clinic at The
Royal London Hospital. Letter to G. P. dated 03.06.87.

Review. Pain betier since taking Amitriptyline. Now stopped ali
medication save, on demand Factor VIlL

26.11.97

165
1461
1878

G. P, records/ The Royal London Hospital records

Seen by Dr Colvin, Senior Lectursr on Haematology OPD clinic 2t The
Roval London Hospital, Letter to G, P. dated 10.12.87.

Review, Stll not taking any treatment or prophylaxis for his HIV
infection,
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02.06.98

168
1476
1888

G. P. records! The Royal London Hospital records

Seen by 5pR on Hasmalology OFD dlinic &t The Royal London
Hospilal, Letter 10 G. P. dated 28.06.89.
Review. Still not taking any medication,

05.01.00

169
1891

G, P records

Seen by SpR on Haematology OPD clinic at The Royal London
Hospital, Lelier o 8. P, dated 10.01.00.

Review i joint immunology/hesematology olinde. Dry cough for last
weeak,

base. Clinical pichure: Suggestive of pneumonia.

Plan: Erythromycin, changed to Clarithromysin and review 11 week,

12.04.00

170
1477
1893

G. P records! The Royval London Hospital records

Seen by Dr Colvin, Senior Lecturer in Haemalology OPD clinic at The
Foyal London Hospital, Letter to G. P, dated 25.04.00.

Feview. Much better now winter over. Chest clear.

Recommeanded o continue with inhaled Pentamidine for PCR, but not
sompliard, Has agreed to start specific antiviral therapy for HIV infection
and agreed to accept residential supervision of his medicatipn.
Proposed regime Zidovudine and Nevirapine.

08.08.00

171
1482
1885

G, P. records/ The Roval London Hospital records

Seen by SpR on Haematology OPD clinic at The Royal London
Hospital, Letter to G. P, daled 16.08.00.

Review. Took antivirals for 13 weeks, felt too tired, Opinion main cause
is AZT.

Blan: To try different combination of anti-HIV including Stavudine, 3TC,
MNevirapine.

220800

124

G, P, records

Seen by Dr Colvin, Senior Lecturer on Haematology OPD cdlinic at The
Royal London Hospitel, Letterto G. P.

drugs, no abnormal signs apart from chronic right knee.

Plan: POP prophylaxis, as CD4 count low. Declined regular Jidovuding
prophyiaxis and Hep © test. Discussed with wife re Hep B vaccination &
HIV test, declined Hep T test,

08.11.00

173
1486
1896

G, P. records! The Royal London Hospital records

Seen by Dr Colvin, Senior Lecturer in Masmatology OFD clinic at The
Roval London Mospital, Letter to G, P. dated 14.11.00.

Review, Greal difficulty complying with medical advice. Not taken
Pentamidine or antivirals.

05.08.01

77
1484

G, P. records/ The Royal London Hospital records

Seen by Registrar on Hasmatology OPD dinic st The Royal London
Hospital, Letter to G, P. dated 18.09.01.

Feview. Managing antiviral medication, but not Pentamidine nebulisers,
Medication: D4T & Lamivudine,

U8 scan shows enlarged spleen.

Plan: Changed to Septrin syrup for PCP prophylaxis, Have mentioned
possibility of Hep C therapy, but not possibla to start untll HIV freatment
is fully established.

24.06.02-
17.07.02

2253~
2371

G, P, records/The London Hospital records

Elective admission to The Royal London Hospital under Mr Soott,
Consuitant Orthopasdic Surgeon for Right TKR {Total Knes
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Replacement).

28.08.02 | 180 G. P. records/ The Royal London Hospital records
1507
1911 Seen by Dr Colvin, Senior Lecturer on Haematology OPD clinic at The
Royal London MHospital, Letter to 3. R
Review, Unable o take retrovirals whilst in patient, now restarted 3TC,
DD and Tennfovir 1, reluctant to resume Pneumocystis prophyiaxis.
17.03.04 | 184 G, P records! The Royal London Hospital records
1520
Seen by Dr Colvin, Senior Lecturer on Haematology OPD dlinic at The
Royal London Hospital, Letter to G, P. dated 22.03.04.
Review. New regime of retro-virals: Zidovudine, 3TC, DDI Atazanavir &
Fluconazole, Not using PCP prophviaxis and takes FVIHI on demand.
18.03.04 | 1518 The Royal London Hospital records
Letter from Dr Colvin to Mriero-aire complaint regarding TKR in 2002
250304 152 The Roval London Hospital records
Latter from Dr Skinner, Consultant in GU Medicine to Dr Colvin and G,
R, confirming patient starting new anti-retroviral medication.
HIV +ve since early 1880s, when he became infected through recelving
blood products.
16.06.04 | 186 G. P, records/ The Roval London Hospital records
1524
Seen an Joint HiVHaemaophilia OPD Clinic by Heather Onrkerves, SpR
in Haematology at The Royal London Hospital, Letter to G. P. dated
220604
Feview, Problems much improved and since recent admission,
compliance adherence at Sussex Beacon, has achieved nearly 100%
with Atazanavir, Combivir and DD
Remains on on~demand Factor VIl therapy rather than prophylaxis.
Would be ides! {o teat Hep C, but not been possible o discuss dus to
poor compliance with HIV medication, Ankle remains a problem, pain
recLTing.
Plan: Review x3 months.
$005 488 Cixford University Hospitals NHS Trust records
Developed a sinus. {By 2008 had x3 sinuses)
14.02.05- | 1780- | The Royal London Hospital records
190205 | 1825
Elective admission to The London Hospital under ENT for Sepioplasty.
14.02.05 | 1541 The Roval London Hospital records
Application to Skipton Fund for Additional Payment of £25,000.00
completed by Dr Colvin,
20.08.05- | 2425- | The Royal London Hospital records
2706805 | 2450
Emergency admission under Haemalology Team re swollen right knee.
19.10.05 | 187 . P, records/ The Royal London Hospital records
1579
1950 Seen on.oint HiV/Haemophilia OPD Clinic by J Pandya, SpR in

Haematology at The Royal London Hospital, Letter to G. P. daled
264008

Review.80% compliance with refroviral ireatment. On Rifadin for
possible mycobacter species infection of right knee joint,

Continues on Factor VIl prophylaxis until 10.11.05, when will be
reviewad.

Has developed mutations in HIV genome, so medication choice been
difficuli,

10
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Plan: Stop refroviral treatment and review with Dr Colvin & Dr Skinner
on 18.11.05.

30.11.05

1587

The Roval London Hospital records

Latter from Dr Skinner to Dr F Connell, Consuliant Peychiatrist.
Request for Qutpalient appoiniment,

27.08.06

1611

The Royal London Hospital records

Seen at Ambrose King Centre, Lelter from Dr F Connell, Consultant
Psychiatrist to Dr Skinner & Dr Colvin dated 09,10.05.
Patiant seen at Depart Adult Mental Health, Patient bought & house

Mirtazapine and review,

020207

1648

The Royal London Hospital records

DA appointment with Dr F Connell, Consuliant Peychiatrist.

03.04.07-
13.08.08

2451
2644

Oxford University Hospitals NHS Trust records!G. P, records! The
Royal London Hospital records

Gastroscopy & banding of varices x8 sessions at The Royal London
Hospital, Gl bleed posi-banding.

12.04.07

1687

The Royal London Hospital records

Letter from Dr Skinner to Dr F Connell, Consultant Psychiatrist.
Request for Cutpatient appointment,

2007

Patient moved to!  GRO-A &
Still attending Barts and the London Hospital for treatment for HIV

12.07.07

1681

The Royal London Hospital records

Application to Skipton Fund for Additional Payment of £25 000.00
completed by Prof Pasi,

24.06.08

198

G, P, records

Referral letter from Prof Pasi, Consultant Haematologist, The Royal
London Hospital to Mr G Scott, Consultant Orthopaedic Surgeon re
infected Right TKR,

03.07.08

202

G, P, records

Letter from Mr G Scolt, Consuliant Orthopaedic Surgeon re infected
Right TKR to Prof Pasi, Consultant Haematologist, The Royal London
Hospital,

.............. -

arthroscopy, but at present declined by Mri GRO-A |

13,0608

204
2614~
2643

G, P. records! The Boyal London Hospital records

Elective admission to The Royal London Hospital, Whitechapel for
Gastrostopy.
Findings: Small Grade 1 gaslric varices.

17.09.08

468

Qxiord University Hospitals NHS Trust records

Transfer of care to Churchill Hospital Haemophilia Centre. (Letter dated
05.11.06).
Was at Royal London. To discuss with John Pain on 22.08.08,

31.10.08

Oxford University Hospitals NHS Trust records

Admission to Milton Keynes with septic Right TKR,

03.11.08

207
217

G, P. records/ Oxford University Hospitals NHS Trust records

Referral letter from Dr L Bowles, Consultant Haematologist, The Royal

11
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London Mospital to Dr P Giangrande, Haemophilia Centre, John
Radcliffe Hospital, Oxford.
Transfer of care as now living in!__ GRO-A__|.

Past problem of compliance with retrovirals. Has infected right TKR,
discharging with swabs that have persistently grown Staph aursus. Hep

C-has had gastric varices banded and recommended endoscopy every |

%6 months.

06.11.08

218

Cxford University Hospitals NHS Trust records

Letter from Dr Colvin o Dr P Glangrande.,

Referral,

AR you will appreciate many or perhaps most of his fiends at Lord
Mayor Treloar have died and his uncle recently died of g Hepatoma....

12.11.08

469

Oxford University Hospitals NHS Trust records
Seen by Prof Glangrande (Spoken 1o Dr Miller at Millon Keynes.

20.11.08

473

Oxford University Hospitals NHS Trust records

Seer in Oxford for 17 time.

| Treatment: Kogenate on demand 2000-3000 units. FVIIL1%, but no

bleeds-prob due o inactivity. Last joint bleed » x1 year ago.

treatment regime. Stopped on advice of BIU on 10.11.08.
Anti-retrovirals: Kaletra Smg od |, Zoplione, DF1118 prn,

21.11.08

470

Oxford University Hospitals NHS Trust records

Blood show snaemia-patient aware, but ‘never got 1o bottorn of it
HB 6.7
Plar:, Admit for bood transfusion x2 units,

10.12.08

478
1389

Oxford University Hospitals NHS Trust records/ The Roval London
Hospital records

Seen on joint clinic.

Known pcesophageal varices. Banded. Frequent blood transfusion. Poor
compliance with retrovivals in past. Currently on Kaletra elixir. Right
knee prosthesis-infected for last 2-3 years, Recent bout of sepsis in
Milton Keynes,

On exam: Thin & pale, No LN, mouth clear, Large spleen, no liver, no
ascites/oedema,

Plan: Needs liver US scan, capsular endoscopy and Ortho opinion re
knee. Start Co<rimoxazole and review x2 months.,

01.01.08

470

Oxford University Hospitals NHS Trust records

Hb 7.3
Plan; Capsule camera & US scan 13.01.09. x3 unils bloed 02.01.08,

12.08.08

485-89

Oxford University Hospitals NHS Trust records

Seen by Orthepaedics.

Admitted 31.10.08 to Milton Keynes with septic Right TKR (Total Knee
replacement}.

Kree generally sore day to day. Discharges more if moving arournd,
Qn exam: X3 sinuses.

Discussed with vor Bryon. Plan was for David Stubbs to do excision
and for Adrian Taylor to reconstruct, Call to BlU was explained.

Plan: Admit to BIU (Bone Infection Unit), Asap

240208

630

Lxford University Hospitals NHS Trust records

Sesn on ward- admitted.
Right TKR London 2004 due to recurrent haemoarthrosis target joint
from age 9 yrs,
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Qn exam: Malar flush/bilateral ptosis. Notably cachetic,

lssues: HIY and under treated, Hep C and varices, Heemophilias A,
infected prosthetic knee and previous episodes of sepsis.
Reviewed by Plastics 25.02.08.

Further review by Orthopaedics. Suggested need for x2 slage
procedure,

26.02.00

833

Cuford University Hospitals NHS Trust records

Discharged from clinic.

03.03.00

482

Oxford University Hospitals MHS Trust records

Admitted to Milton Kaeynes for «2 units blood transfusion,

17.03.08

822

Oxford University Hospitals NHS Trust records

Elective admission to Nuffield Orthopaedic Centre NHS Trust for
SUrgery,

18.03.08

788

Corford University Hospitals NHS Trust records

Operation Note: 1% Stage Revision Right Total Knee Replacemaent
Mutfield Orthopasdic Centre NHS Trust, (NOQC).

18.03.08

860

Oxford University Hospitals NHS Trust records

Seen by Occupational Therapy.

Mobility: v limited due o pain/muscle strengthino walking aids,
Sometimes hires scooter, if in town. Uses botlom to go upstairs.
Care agsists with all PADL's when required

21.03.08

831

Oaford University Hospitals NHS Trust records

Transfer to Bone Infection Unit.

Abtdomen distension.

Diagnosis: Ascites 2° cirrhosis. Likely decompensation of chronic liver
disease 2° surgery/ly fluids/chronic infection,

2503.08

B44

Oxford University Hospitals NHS Trust records

Procedure: PICC Line insertion.

41.04.08

858

Oxford University Hospitals NHS Trust records

Discharged from hospital.

01.04.09

1087

Oxford University Hospitals NHS Trust records

Histopathology report: Capsule from septic right TKR.
Svattered focally heavy mixed gcute and chronic inflammatory cell
infiltrate. Features suspicious of active infection.

20.04.089

501

Oxford University Hospitals NHS Trust records

MDT review of anasmia.
Plane Baseline bloods.

02.06.00

874

Quford University Hospitals NHS Trust

Elective admission to Nuffisld Orthopaedic Centre NHS Trust for
surgery,

03.06.08

951

Oxford University Hospitals MHS Trust records

Operation Note: 2™ Stage Revision Right Total Knee Replacement
and Bone Marrow Biopsy.
Nuffield Orthopsedic Centre NHS Trust

13
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11.06.08 | 992 Dxford University Hospitals NHS Trust records
Discharged from hospital,

17.06.08 | 1088 Oxford University Hospitals NHE Trust reconds
Histopathology report: Bone marrow biopsy.
No evidence of lymphoma or a lgukaemic process, no granulomas can
bie seen,

03.07.08- | 1047 Oford University Hospitals NHS Trust records

31.08.08
Been by Physiotherapy.
Ajm: To be walking with knee flex/exdension x2 months,
Plateaued by 31.08.09,
Plam To complete hydrotherapy, then discharge.

230708 1078 Oxford University Hospitals NHS Trust records
L7 Liver Triple Phase.
impression: Evidence of liver cirrhosis with marked portal
hypertension and spleenomegaly. Peri-oesophageal varices present.
Small focus of increased vascularity in periphery of segment Vo
definite liver mass idenlified. Appearances may represent a
regenerative or dysplasic nodule. No significant intra-abdomingl free
fluid. Bibasal varicose bronchiectasis. TIPPS procedure feasible. Right
hepatic vein poorly visualised,

June 211 G. P, records

2008
Letter from Prof K J Pasi, Consultant Haemaiologist , Haemophilia
Centre, The Royal London Hospital, Whitechapel to Mr [6RoAL copy to
G.P
Letter 1o all patients known to be tregted with UK plasma products
bebween 1880-2001. Evidence of abnormal protein associated with
variant Creutefeldi-Jakob Disease (wCJD) found in spleen at post
mortem. Patient, in his 70s and did not die or have any symptoms of
the disease during life.
Patient was treated in 1980s with UK plasma-sourced clotting factor
{FVill} and also transfusions of red cell and surgery. Investigations now
concluded that most likely source od the YCJD infection was UK
plasma-sourced clotting factors.
At increased dsk of vOJD for public health purposes and should not
donate bood, not donate organs, tissues {including bone marrow,
sperm, eggs or breast milk}. Should tell anyone who Is 1o perform any
medicalfsurgical procedure about your risk of CJD. Should tell your
family about increased risk in case may need surgical/medical
freatment in fulure and unable to tell them yourself,

048.06.10 | 832 Qxford University Hospitals NHS Trust records

1080

US Liver.
Comparison made to US study dated 08.12.08 & MRI study dated
14.01.10. Liver enlarged and diffusely abnormal parenchymal
echogenicity, Hepatoma cannot be ruled oul,

08.08.10 | B33 Ouford University Hospitals NHS Trust records

s considering transferring to another

Seern af Joint clinic. Mr
Hepatologist.

Plan: For liver scan and endoscopy next month. Right ankle bleed ~
previous Kogenate x2 days ago. Pre FVIH 68%, post FVIH 168%.

i
s
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111010

&40

Oixford University Hospitals NHS Trust records

Elactive admission to John Raddliffe Hospital.

Gastroscopy: Indication: Chronic liver disease. Desophagesal varices.
Varices successfully eradicated in distal cesophagus, no smc{ures
Plan: Repeat DGD in 21 year, Ideally should be on Propanolol

15.08.11

556

Ouford University Hospitals NHS Trust records

Steroid injection inlo Safi shoulder at NOTC {Nuffield Orihopasdic
Treatment Centre). {3° injection — x2 previous injections-successtul).

28.09.11

555

Oxford University ﬁosgntais NHS Trust records

following steroid mjemmn i %4 dayss Elele) %Jsm 30,0000 umt% ass waek!,
Will attend Centra today,

83.10.11

558

Oodford University Hospitals NHS Trust records

ﬁene infaction Unit
2™ day post op

o712

563

Dxford University Hospitals NHS Trust records

Seen on combined HIV/HCY clinic. Has stopped taking Kalelra, agreed

to re-start today).
On exam: Small amount of ascites. Spironclacione started

2581211

565

Oxford University Hospitals NHS Trust records

Phone call from Northampton. MrIGROAladmitted with serious Gl bleed,
attributed to varices. Blood and platelet ransfusion. Needs urgend
endoscopy and injection of varices. Cannot delay untll planned
endoscopy here on 09.01.12.

281211

565

Oxford University Hospitals NHS Trust records

Procedure; Emergancy banding of pesophagesl varices,
{Northamplon General Hospital)

08.01.12

620
567

Oxford University Hospitals NHS Trust records

Elective admission to John Radcliffe Hospital, {Dr Colller)

Gastroscopy: Indication; Previpus examination for oesophages! varices.
Recent banding at Northampton General Hospital.

On exam: Quick look. No varices. Banding ulcers seen. No further
banding indicated. Varices seen high up at 25cm but well covered and
above perforators.

Plan: repest in x2 weeks,

140112

662

Oxford University Hospitals NHS Trust records

Emergency admission to Northampton General Hospital with Gl bleed,
intubated prior to OGD. Senstaken Riakemore tube placed. (Size 8
COETT). Grade 2 view.

17.01.42

§62

Oxford University Hospitals NHS Trust records

Transferred from Northampton to Roval Free Hospital for TIPPS
procedurs,

18.01.12

662

Oodford University Hospitals NHS Trust records
Procedurs: TIPPS,

21.01.12

662

Oxford University Hospitals NHS Trust records

| Admitted to AICU {Transferred from Royal Free Hospital ~intubated and

veniilated due to encephalopathy following TIPPS procedure).

| PMH:
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Severe Haemophilia A-on Kogenate 2000 unils alternate days

HIV, not on retrovirals just prior to current presentation (Stopped Sept
2011)-but was on Kaletra mono-therapy prior {o this.

Hep C- Chronic liver disease & pesophagesi varices.

2401142

734

Oxford University Hospitals NHE Trust records

Dally assessment by Physictherapy.
Infubated 2° to TIPPS acquired encephalopathy GUS 915

2501142

686-89

Oxford University Hospitals NMHS Trust records

Dally review.

infection. ?Organism-probable bacierial POMY PPCEP (not typical on
Chest x-ray). Decompensating LFTs 2° to sepsis.

Plar: EDTA sample. US scan abdo & sample if ascites.

No growth so far.

L8 liver & ascitic tap.

Seen by Consultant review. Outlook pretly poor. In addition to liver
disease, he now has a ventilation pneumonia-it does not ook like PCP
on CMV.

Plan: Stop the Fluconazole and have a low threshold for withholding the
retraviral drugs if the fiver worsens.

280112

734

Oxford University Hospitals NHS Trust records

Exfubated,

2701142

7386

SOxford University Hospitals NHS Trust recornds

Diaily assessment by Physiotherapy.
Patient compliant, managing well on Optiflow,

28.01.12-
28.01.12

737~
740

Coford University Hospitals NHES Trust records

Dally assessment by Physiotherapy.
Some support required on stepping but otherwise managed well. To go
out in wheslchair with family,

29.01.12

17:45hrs

718
724

Oxford University Hospitals NHS Trust records

AICL) daily review. Resolving . Background haematoma-FE&TXANILK
Arterial line out yesterday. Resolving ALT, good renal function .

Plam: Discharge ward, Discuss with gasiro. Aware patient leaving AIQU.
Discuss with Hasmatology- 7stop Vit K, 7F level, ?PICC line for bloods
whilst in-patient. Continue antibiotics for x7 days and review. Monitor
Flexiseal output,

Transferred to ward from AICLL

3101142

733

Qxford University Hospitals NHS Trust records

Patient left ward with NG tube and cannula on way to Northampton
General now. Called sister-will try o bring patient back. Will let
Northampton General Hospital know of patient,

41.02.12

876

Oxford University Hospitals NHS Trust records

Seli-discharged

03.02.12

576

COxford University Hospitals NHS Trust records

Seen by Hasm Regisirar. Review,

Chance addition of Spironolacione ~ fesls betler than did, but stilt 30B
{short of breath) af rest - obvious ascites, Decided for x1 week of
alternate days Kogenate (2000 units). Venflon removed. Bloods done at
DrColliersrequest,.

Plan: To review in x2 weeks. Discussion re prophylaxis. Mr [eroA! not
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inclined to go this way at present, rather for targsted prophyiaxis, If for
full, will need part r other more permanent access,

21.05.12

578

Oxford University Hospitals NHS Trust records

Telephone calf from Northampion & & E Dept to Prof Giogrande.
Admission with suspected sepsis, site and source not clear. Provided
clinical synopsis and emphasised need for full cover for any invasive
procedure, Suggested A & E speak to local Haemalolngists to get him
reviewad and contact me. Dr Collier informed,

22058142

579

Oxford University Hospitals NHS Trust records

Hospital by ANP {Advanced nurse Pragtitioner),

579

Oadford University Hospitals NHS Trust records

GRO-A{T Y

i
iedhbiad

579

15.02.13

218

G. P, records

Letter from Mrs A Pember, HM Corpner, Northamplon to Consultant
Haematologist, The Haemophilia Centre, The Royal London Hospital,
Whitechapsl.

300813

216

3. P, records

Letter from Dr D Hart, Senior Lecturer i Hasmatology, The
Haemophilia Centre, The Royal London Hospital, Whitechapel to Mrs
Pember, HM Coroner for County of Northampton,

| He unfortunately contracted both HIV and Hepatilis C from infecied
Hiood products through a period of multivle transfusion transferred virs!
infection in the haemophilis community...

17
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Report on Mr{  _GRO-A___i(deceased)

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

[ ——

Requested by HM Senior Coroner Milton Kevnes

Mr Tom Osborne LL.B
Civic Offices

I Saxon Gate East
Milton Keynes

MK9 3EJT

Report prepared by:

Dr. Brian T. Colvin MA MB BChir (Cantab) FRCP FRCPath

Honorary Professor Queen Mary University of London

Formerly Honorary Consultant Haematologist The Royal London Hospital
(later Barts and The London NHS Trust and now Barts Healthcare NHS Trust)
Director Haemophilia Centre The Royal London Hospital 1977-2007

My letter of instruction includes the statement “I shall be grateful if you will prepare a report

for me setting out the details of your own involvement and treatment of [GRo-Ajand it would
also benefit my inquiry if you were able to indicate when you think it is likely on the present
evidence available as to when he was infected with both HIV and hepatitis C. It would
appear likely that it was at the time he was treated with blood products that were imported
from the United States™.

[ 'was responsible for MriGRO-As care, (when he was in London), from my appointment as an
Honorary Consultant at The Royal London Hospital in 1977, but my first consultation with
him was in 1979 when he was a pupil at Lord Mayor Treloar College, Alton Hampshire. My

responsibility ended when I retired from my post at The London in April 2007.

1. Imtroduction

1.1 Background {0 Haemophilia A

Haemophilia A is an inherited deficiency of blood clotting factor VIIL, the gene for which is
carried on the X chromosome. This means that, with rare exceptions, only male members of

the family are severely affected but female carriers sometimes have a mild bleeding tendency.

People with haemophilia (PWH), when severely affected, suffer from apparently spontaneous
bleeding, mainly into the joints and muscles, bleeding after injury and surgery and sometimes
intracranial bleeding.

Until treatment became available in the mid-1960s life expectancy was very poor and PWH
who survived into late childhood, adolescence and adult life were often afflicted by acute and
chronic joint and muscle damage which caused very marked pain and suffering. Physical and
emotional disabilities were common, due to the locomotor damage suffered, a lack of secure
educational opportunities and subsequent difficulty in obtaining employment.
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in the mid-1960s it became possible to concentrate the factor VIII present in individual donor
plasma units by a simple process known as “cryoprecipitation” and the era of treatinent
began. PWH were given cryoprecipitate by intravenous injection as soon as a bleeding
episode occurred or if there was a need for surgery. Fach bag of eryoprecipitate was derived
from a single donor, was stored at -18°C in a freezer and a few bags were sufficient to treat a
simple bleed. For more serious problems, or for surgery, 8-12 hourly injections of larger
doses were required, which were continued until the risk of bleeding was over and healing
had begun,

1.3 Education

Children with haemophilia were often educated at schools for the disabled, the principal
school for this purpose being the Lord Mayor Treloar College in Alton Hampshire where
there was a Haemophilia Centre (HC). The Director of the HC was Dr Tony Aronstam, who
had an active interest in the care of the children with haemophilia and who published
extensively until his retirement. Three of the children from The London Hespital HC were
educated there but the improved opportunities for education at home which evolved in the
1970s eventually made referrals to Alton unnecessary,

1.4 Inhibitor development

As soon as replacement therapy began, about a quarter of treated, severely affected PWI
developed antibodics to factor VIIT (often known as inhibitors) and the presence of inhibitory
activity made replacement therapy partly or wholly incffective.

By 1970, when my career in haematology began, freeze dried factor concentrates were being
introduced and these were derived from many thousands of pooled donations. Concentrates
could be stored at room temperature and were easy to make up by adding diluent, so that it
became possible to undertake major surgery with relative ease and the introduction of home
therapy (HT) was facilitated. It was quickly appreciated that these concenirates had an
increased risk of transmitting hepatitis B and also an unidentified virus, which was called
Non A-Non B (NANB). Hepatitis B infection was soon largely eliminated by donor selection
but there was no test for NANB, which sometimes caused jaundice but often produced no
symptoms, even when there was chemical evidence of inflammation on performing liver
function tests {(LFTs).

1.6 Non A non B Hepatitis

By the early 1980s attention turned to efforts to inactivate the NANB virus. Initial attempts
were not successful but by the mid-1980s it had become clear that all PWH treated with large
pool concentrates, whatever the plasma country of origin, had been exposed to NANB and
that heat freatment (and later solvent/detergent treatment) of concentrates was capable of
eliminating the risk of NANB transmission by viral inactivation.
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1.7 HIV infection

In the late 1970s the condition known as Acquired Immune Deficiency Syndrome (AIDS)
was described in the USA and by the early 1980s it was clear that PWH could be affected as
a result of concentrate transfusion. By 1934 the Human Immunodeficiency Virus (HIV) had
been described and identified as the cause of AIDS and a screening test for those infected was
developed. Approximately 1,200 PWIH were infected in the UK, particularly from
concentrates derived from the USA, but also from UK sourced plasma. It became apparent in
1984/5 that the viral inactivation process which had eventually been found to be effective in
climinating the risk of NANE infection could alsc be used 1o inactivate HIV and from about
1986 onwards no further viral infection with NANB or HIV oceurred.

1.8 Advances in virology

In 1989 Hepatitis C Virus (HCV) was found to be the cause of NANB and virtually all those
treated with large pool concentrates before 1985 were confirmed as having been infected.
Screening tests to eliminate contamination of plasma pools with HCV were then developed.
it was not possible entirely to eliminate the risk of infection with non-lipid enveloped viruses
such as hepatitis A (HAV) and human parvovirus. In the late 1980s and 19905 and up until
the present day, there have been major advances in antiviral therapy for both IV and HCV
infection, which are both now treatable.

1.9 Conseguences of infection

Sadly, many PWH fell ill and died as a consequence of HIV infection, especially in the late
1980s and 1990s but some PWH are still alive with chronic HIV infection up to the present
day.

In more recent years, the long term conseguences of HCV infection have become apparent, so
that many PWH have experienced the very serious effects of fibrosis of the liver (cirrhosis),
portal hypertension and liver cancer (hepatocellular carcinoma) and many have died.

PWH co-infected with HIV and HCV do not always die of a single specific complication of
infection but rather of the debilitating illness caused by a combination of all the problems that
they have suffered.

1.18 Recombinant Facior VII

In the mid-1990s synthetic (recombinant) factor VIII became available, initially containing
some human protein but more recently deveid of human or animal products.

1.11 New Variant Creutzfeldt-Jakeb Disease (nvCIDh

By the beginning of the millennium a further threat to the safety of clotting tactor
concentrates had emerged in the UK in the form of a prion transmitied disease of the nervous
system, entitled nvCJID, which was initially recognised in cattle. Human cases arose asa
result of consumption of beef and it then became clear that prions were transmissible in blood
products. It is likely that at least one PWH has been infected with prions which were found
at autopsy in a patient who died from other causes. No case of symptomatic nvCJID has been
described in the haemophilia community in the UK or elsewhere but a decision has been
made to use only recombinant factors in the UK and this policy has been fully established
since 2004,
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1.12 Modern Therapy

The result of the modern availability of safe {actor concentrates, 1T, prophylaxis,
recombinant factor VI and improved strategies and treatment of those who develop
inhibitors has had a dramatic effect on the life expectancy and quality of life for PWH. New
long-acting concentrates may further improve quality of life and the advent of effective gene
therapy now gives the prospect of cure in the coming decades.

By b Be amg
2. My iGRO-AT'S case

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

by the Coroner and also from my personal recollection.

2.1 The Barly Years (19691985}

2.1.11__GRO-A __iwasbomon] GRO-A | 1969 into a family with a history of severe
haemophilia A (factor VITIC level <0.01 i.u. /ml = <1%). The gene mutation has been
confirmed as Infron 1 inversion so that his blood was effectively entirely lacking in this
essential blood clotting factor and the potential consequences have been reviewed above. He

did not develop an inhibitor to factor VI at any time in his life,

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

consultant paediatrician and Dr GC Jenkins, consultant haematologist. By June1970
treatinent with cryoprecipitate was well established.

2.1.3 In 1971 he was under the care of Dri___GRO-A __lati_"@RO-A" 1 District Hospital and
frequent bleeding cpisodes were treated with my@pmz:igimw. The record (page 43) shows
that he was treated with 2 units of AHF (human) on 16" November 1973, This was an NHS
UK plasma derived tactor VIII concentrate and it can be assumed that infection with HCV
took place on or before this date, (depending on when he was first exposed to a large pool
concenirate). Treaiment with crvoprecipitate and factor VIII concentrate then continued into
the late 1970s, including treatment at | GRO-A i

school for the physically handicapped in June 1976 and knee damage is recorded as early as
February 1977,

2.1.5 By 1977 he was at! . GRO-A - tand his haemophilia care was
organised from St Mary’s Hospital Portsmouth. Treatment was usually with a large pool
concentrate which was sometimes recorded as an NHS UK plasma derived product but the
record is not complete.

2.1.6 A letter from Dr Jeanne Herzog, child psychiatrist (page 84), dated 20® November 1979
gives an early indication of emotional and behavioural difficulties but by 1980 he had begun
to make good progress, although the right knee had, by then, entered the phase of ¢hronic
arthropathy.
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...............

Lord Mayor Treloar College. Tn a typed note of our consultation, dated 107 September 1979,
we issued a new special medical card, organised a trip for him and his mother 1o go to Alton,
discussed the advantages of home treatment, introduced the family to The Haemophilia
Society and recomnmended Dr Peter Jones” book for patients entitled “Living with
Haemophilia” (pages 1203 and 1712).

2021). Alton decided to offer him prophylaxis because of repeated knce blceds but I wrote a

letter to Dr Wassef, dated 2™ September 1981, noting that “{GR6-Al has been very difficult to

manage during the summer holidays” and recording his “refusal to comply with medical
advice” (page 92). 1 also noted that the condition of his knee was beginning to deteriorate.
The nursing record shows that we were issuing NHS factor VI concentrate at the time but

commercial factor VIII was also given to [oro-Al at The London (for instance there is a record

tamimemmed

of this in January 1981at page 2042). [ believe that Alton would also have been using

imported concentrates at the time, as they were trying to offer {Gro-A!prophylaxis in the
enclosed environment of the College, supplies of NHS concentrate were very limited and, as
noted in 2.2.9, other pupils at Alton died as a result of HCV and HIV infection.

2.1.9 [ro-a!"s behaviour led to a case conference at Lord Mayor Treloar in October 1981 in
which he was described as having a “severe emotional disturbance” (pages 1235 -1240) and
the summer holidays of 1982 were very challenging for him and for the staff at The London.
On 12" July 1982 I wrote “{6R0-A} does not want to have haemophilia and will fight against
anyone who tries to help him. There is no future at present in offering him prophylaxis,
physiotherapy or any form of rehabilitation treatment.” {page 2100). I suggested that I should
discuss his case with Dr Tony Jackson, our consultant paediatrician, and 1 considered the

value of referral to a child psychiatrist.

and he was barely able to walk, so an orthopaedic referral was made with a view to
considering performing a synovectomy. He did not always attend for his surgical
appointments. In 1984 he was wearing a caliper and attempting every other day prophylaxis
but compliance continued to be a problem. We began to use heat treated factor VIII during

thad left the

half term from Lord Mayor Treloar on 29 May 1985 and by August

appropriate care, despite his reluctance to attend.

17
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2.2 Adult Life (1985/6 ~ 2007 Dr Brian Colvin The Roval London Hospital

was unabic to walk L@r }? wmte “‘, GRO-A! 11yt womcé abcmt AEBS but parents naturally
concerned”. I then wrote “T have explained AIDS precautions and have told him and his
mother the result of the anti HTLVIII test.”™ (HTLV I is an early name for HIV). Itis
interesting to note that I did pot actuaily write down the result and T think that this was
probably related to my reluctance to write information about HIV in the notes at this time, for
reasons of confidentiality and possible stigma. The fact that | discussed the precautions that
we were taking to avoid the fransmission of HIV to others confirms that I would have
U{phﬂmé that the result was positive, indicating infection with HIV. The sample taken on
25" July was reported as positive for anti HTLVIIT antibodies on 13" August. (page 2648).

2.2.2 Dr Tony Aronstam, Director of Treloar Haemophilia Centre wrote in a letier to me,
dated 21% May 1986: “We have been looking back and testl?_ng laid- Si_f;aWﬁ samples... to check

on dates of seroconversion for HTLVIIL, We find that...]  _GRO-A I seroconverted
between June 1981 and April 1982” (page 1320).

2.2.3 In September 1986 I recorded “repeated failure 1o attend follow up and I decided that
home treatment would not be possible until T had seen him again” but contact was re-
established in December and home treatment recommenced. {t was noted that he was
anaentic and pancytopenic (low red cell, white cell and platelet counts) but there was no
obvicus cause for this save for iron deficiency, which was treated.

2.2.4 Mr {GRO-A] came under my continuing care and was seen regularly in the haemophilia,
HIV and rheumatological joint care follow up clinics at The London Hospital. It cannot be
said that he was a regular attender or that it was possible to achieve optimal care for him but
we had a close relationship and I believe that T did my best to accommodate his wishes, needs

&ﬁd mlucianc&: always to @wep‘z my advice and 'i}:m of my caikagmes i’he exchdnge 05

if he will n@t keep r&ecards. or come 0 outpaiiems,” (page E752}

2.2.6 In 1988 | offered some sexual counselling and we began to discuss the advantages and
disadvaniages of freatment with zidovudine (AZT) but we agreed together that he was
unlikely to be able to comply with the strict regimen of a clinical trial. Our social worker
also offered support in the fields of accommodation, employment and contact with the
recently formed Macfarlane Trust. e was also offered dental care.

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

h“a(;ime of the ociontmd peg n ‘the Engh cervical regmn {bmksn ncck J. His injwry was treated
conservatively, and he remained in hospital for two weeks. He was then discharged home in
a brace for a further 6 weeks.
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We also arranged for him to have inhaled pentamidine prophylaxis against pneumocystis
preumonia, as his CD4 count was consistently around 0.2/nl. He failed 1o attend forthison a
regular basis, declined antiviral medication with zidovudine and refused a test for HCV (page
1767). In 1992 further attempts were made to provide zidovudine medication without
consgistent success and cotrimoxazole (Septrin) was substituted as prophylaxis against
preumocystis pneumonia. Hepatitis A vaccination was given in 1993,

treatment and HIV prophylaxis had proved impossible. As was often the case agreements to
accept medical advice were not fulfilled. There is a note written by Mr Nigel Harvey on 2™

and poor sleep with Mrs Sheila Hayden, Haemophilia Nurse Specialist, and a short course of
sleeping tablets was prescribed. A psychiatric referral was declined. (page 1798). Inhaled
pentamidine and factor VI prophylaxis were reintroduced but could not be sustained.

2.2.19 In May 1994 a partner requested sexual counselling and an HIV test, which was
negative. Further counselling was provided by Mrs Hayden,

2.2.11 On 14" December 1994 an HCV RNA test was performed and was positive (page
2663).

2.2.12 Serious emotional issues arose in 1995, and support and counselling were offered and
provided by the nursing staff at the Haemophilia Centre. 1 had detailed discussions with

iGRO-A} gbout his knee pain, offered him further advice and arranged an orthopaedic
consultation. In addition, we talked about his feeling of malaise and some aleohol abuse. We
considered the value of specialist comnselling and even a psychiatric opinion and decided to

withdraw home treatment temporarily. This was later reinstated as his condition improved,

2.2.13 In 1996 he developed molluscum contagiousum, seborrheic dermatitis and angular
cheilitis of the mouth, all probably HIV related, and specialist care in the Graham Hayton
Unit for HIV care continued. Further discussions on analgesia and the best orthopaedic
approach also continued, all made more complex by my reluctance to prescribe long-term
opiates and a desive to avoid major joint surgery in a young and immunosuppressed man.

2.2.14 In November 1996 we discussed “the potential for new drugs to treat his HIV
infection” and he said that “he will think about this before we see him in the New Year.”
(page 158). By 3 June 1997 he had “now stopped all his medication, save for on demand
factor VIH and simple analgesia”. T wrote {urther to his general practitioner “When we see
him again in three months’ time we can decide whether or not to recommend specific anti-
HIV therapy, although as you know he is not a very good tablet taker”. In February 1997
[GRO-A! was in tears in my clinic, because we were unable to control his pain and “perhaps
because there is some other problem in his life that he is not sharing with us.” I was reluctant
to prescribe opiates and sought further help from cur rheumatologists. In October 1997 it was

ill”. By November 1998 he was “very reluctant to take anti-HIV therapy but will try inhaled
pentamidine again, although I fear that he may not be compliant”.
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2.2.15 [ wrote to [Ro-A! on 2™ December 1997, informing him of the potential risk of nvCID
from the transfusion of plasma derived {actor concentrates and offering him a consultation to
discuss the matier. (page 1460},

2.2.16 On 9™ June 1998 1 received a letter from the Macfarlane Trust which was set up to by
the government to provide financial support to affected PWH in the UK. The Trust requested
information (with consent) and I responded on 16™ June. (pages 1464-1467)

aiwas “willing to consider treatment . “He tried taking his anti-
retroviral medication for about 3 weeks and then he stopped the medication as he was fecling
tired.” (page 1895). A different combination of drugs was suggested and started but without
full success in compliance.

2.2.18 On 30% March 2001 Mr Gareth Scott, consultant orthopaedic surgeon placed Mr {GROA}

on the waiting list for total knee replacement, which was performed in July 2002, There was
a post-operative hacmatoma but the initial result was regarded as excellent,

2.2.19 At this time, he also restarted antiretroviral therapy with some partial success and felt
better for ii. There was some improvement in his CD4 count and it was noted that the spleen
was enlarged on ulirasound. (page 2867). It was decided to revicw potential freatment for
HCV infection.

2.2.28 In 2003 on demand factor VI treatment continued together with effective
antiretroviral therapy but he declined any anti pneumocystis pneumonia medication or
treatment against HCV. Tt was thought that he might have some drug resistance o HIV and
comphance continued to be an issue,

2.2.21 On 21 January 2004 recombinant clotting factor concentrates replaced plasma
derived concentrates for all patients with haemophilia at The Haemophilia Centre at the
Royal London Hospital, following a government decision. (page 1517). Further information
was provided on the potential risk of nvCID infection from plasma products. (pages 1560~
1568.)

had been omitted during his fotal koee replacement {page 19213, The issue seems to have
troubled him greatly at the time and it was addressed in my letter to him, dated 18" March
2004. {page 1519). There also seems to have been anxiety about the amount of social suppost
he was receiving, which was shared with Ms Deborah Jones, Haemophilia Nurse Specialist,
{page 1928) and was resolved when!

2.2.23 An application to the Skipton Fund for additional payment relating to HCV infection
in PWH was completed on 14" February 2005. (pages 1541-1547).

2.2.24 By 2005 the replaced knee joint had become painful and infected but was responding

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

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

shoe inserts (orthotics) with some success. A nasal scptoplasty was performed to treat nasal
obstruction. An atiempt was made to reintroduce factor VIII prophylaxis and manage his
résistance to anti-HIV drugs.
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2.2.25 In the summer of 2006 {GRO-A! was admitted to the Sussex Beacon for a period of two
weeks for respite and for nutritional support. (pages 1601-1602.)

2.2.26 [Gro-Al decided to move toi GRO-A__ | to be nearer his family and he also received

some support from Dr Frankie Connell, consultant psychiatrist, at this time.
During the latter part of 2006 extensive notes were written by our nursing staff about the

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

providing local support. All this was very regrettable and, despite the painful content of my
note, quoted below, 1 believe that it is appropriate fo record my final summary of i
November 2006.

“Policy

DHscuss with
1. Nursing staff
2. Social services in East End and Northampton
3. Haemophilia and HIV services in Northampton
4. Oxford Haemophilia Centre

Try to arrange the best care we can.
Sister has Enduring Power of Attomey.

.

{GRO-A} understands that he may die. He chooses not to make a Living Will.

We have discussed the consequences of
1. Preumonia or other acute illness
2. Increasing cachexia
3. Knee deterioration

[GRO.Al remains dissatisfied with the service the nursing staff and Healtheare at Home have

provided. It is my experience that he can be difficult to please and [ am afraid that the reality
is that he will get even sicker with only one final result.

are paramount.” {pages 1970 - 1971).

2.2.27 When he {inally moved to.___GRO-A i1 wrote a letter of referral to Dy Paul

Giangrande, the Director of the Oxford Comprehensive Care Centre (CCC) on 6™ November,

k3

explaining the circumstances and!{GRO-A!’s poor condition. (page 1619-1620).

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

2.2.28 By 2007 hepatic cirrhosis had been diagnosed and {6RO-A; was admiited to The Royal
London Hospital. Professor Pasi completed a further questionnaire for the Skipton Fund on
12" July (pages 1681-1688.) Oesophageal varices were banded by Professor Graham
Foster’s gastroenterology team on more than onc occasion. I saw[GRO-Alon 3% April, when
he had had an episode of gastrointestinal bleeding, and I raised the issue of DNAR (Do Not
Atternpt Resuscitation) with him. We agreed together that he should be resuscitated in the
event of circalatory failure. In my note T added that “l would not advise excessive

resuscitation attempts, ventilation or ITU admission if this becomes an issue.” (page 2507).
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2.3 The Final Years (2007 20123 Professor Jobn Pasi The Boval London Hospital and Dr
Paul Glangrande Oxdord Haemophilia Centre

that the CD4 count remained very low with a detectable viral load. Banding of oesophageal
varices continued and further discussions took place on the future of the infected total knee

replacement. Care was complicated by the relocation to I GRO-A__ | his haemophilia care

having being transferred to Oxford Haemophilia Cenire, where all his care was then
coordinated.

Elizabeth Miller. He was suffering from septicasmia, secondary to knee infection, but made
a fair recovery with antibiotic therapy. He became anaemic and was {ransfused.

2.3.3 In February and June 2009 formal letters were written regarding possible exposure to
nvCID for all PWH treated with UK sourced plasma products between 1980 and 2001, (See
also 2.2.15). The message reflected the information given above at 111 and was not

his gencration.

2.3.4 Therc were turther discussions in Oxford concerning the best management for his knee
infection in all the circumstances and i March 2009 he was admitied to the Nufficld
Orthopaedic Centre for removal of metalwork, the insertion of a coment spacer with a muscle
flap and skin grafling.

platelet counts (pancytopenia). He was treated by blood transfusion and oral iron, later
followed by iron infusion. Capsular endoscopy revealed possible jejunal varices, bleeding
from which was thought to be a potential cause for the iron deficiency. The spleen was
palpably enlarged but there was no clear evidence of hepatic dysfunction, apart from a mild
increase in plasma bilirubin, Abdominal ultrasound showed no focal liver lesions, there was
no evidence of hepatoccllular carcinoma and the alpha fetoprotein test was normal. A bone
marrow sample was taken and it was agreed that the pancyiopenia was due to his liver
diseage.

2.3.6 On 3™ June 2009 the second stage of revision of the total knee replacement was
performed successfully in Oxford, although he was left with a reduced range of movement.

injection in November. Haemophilia prophylaxis using recombinant factor VII on alternate
days was established.

2.3.7 As a result of antiretroviral therapy for his HIV infection the viral load was fully
suppressed although the CD4 count remained very low. A further attempt was made to offer
anti pneumocystis prophylaxis by using a dispersible form of cotrimoxazole (Septrin). “His
aversion to taking pills” was again noted. The possibility of liver transplantation was
discussed and his depression was reviewed at a psychiatric consultation by Dr Brian Timins
in Towcester.

10
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..............

2.3.8 In 2010 [ero-A's condition remained stable although he contmued to express anxiety,
especially concerning the state of his hiver and his fear of developing hepatocellular
carcinoma. Pain control was also difficult, Further endoscopy showed some oesophageal
varices, which were treated. He developed an infection in his shoulder following a steroid

injection, which was treated with antibiotics and resclved.

where oesophages! varices werc banded. During this period antiretroviral therapy was not
possible and his HIV viral load increased.

2.3.10 Tt was decided to offer a TIPSS (Transjugular Intrahepatic Porto Systemic Shunt)
procedure to relieve portal hyperfension and this was performed at The Royal Free Hospital
inLondonon 18" J anuary 2012, followed by transfer to the Intensive Therapy Unitin
Oxford. He made a satisfactory recovery but he developed pneumonia and was admitted to
Northampton Hospital on 21 May with suspected bronchopneumonia and drowsiness, He

1a Multiorgan fatlure
1b Pneumocystis firoveci (PCP) pneumonia
le HIV & VE, Hepatitis C, Haemophilia

11
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3. Commentary

3.1 Dates of infection

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

haemophilia of his generation treated in the UK, he suffered the full effect of the tragedy of
the viral contamination of large pool blood products which occurred between 1970 and 1986.

3.1.2 Cryoprecipitate, which became available in the mid-1960s, was less likely to transmit
NANE hepatitis, because it was provided in single donor units, but it was certainly capable of
carrying transmissible viruses and the more cryoprecipitate administered, the greater the risk.

them.

3.1.3 These large pool concentrates were derived from thousands of donors and it soon
became apparent that they were capable of transmitting hepatitis B and NANB hepatitis,
Patients relatively rarely suffered a severe acute illness and the subsequent “transaninitis™
that was often seen in routine LFTs was not initially thought to be a serious problem.

3.1.4 1 It began to be appreciated in the mid-1980s that over a number of decades HCV
infection could cause serious and ofien fatal liver discase. At the same time it became
apparent that any patient treated with a large pool concentrate, whether of UK or American
origin, would incvitably contract the NANBE hepatitis which was later confirmed to be HCV,
once that viras was discovered in 1989

exposure to a large pool concentrate.

3.1.6 The UK was never self-sufficient in UK derived plasma for the production of factor

V1l concentrate and!GRO-Al was certainly receiving commercial factor VIII, sourced from
American plasma, by January 1981. It is not possible to determine whether he was infected
with HIV from treatment prescribed at Lord Mayor Treloar College or at The London

Hospital but frozen stored samples were later analysed at Lord Mavor Treloar.

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

and he therefore became infected with HIV between these dates.

3.1.8 It is important to note that HIV was not identified until 1984 and that viral inactivation
was not widely introduced in the UK before 1985, Between 1984 and 1986 some PWH in the
UK were infected with HIV from unheated NHS concentrates because, by that time there wasg
some HIV infection in the British donor pool. It was also the case that some early
commercial heat-treated concentrates, dertved from American plasma caused HIV infection
in British paticnts, probably because of the high viral load in the concentrates and/or because
of inadequate heating.

3.1.9 Nevertheless it is clear, because of the early date of infection in 1981/82, that

12
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3.2.1 It was always difficult to manage [Gro-AT's case because of his reluctance to accept

advice, to take his medication and to provide the information that was needed for proper

disturbance and distress were closely related 1o the pain and suffering of the hacmophilia
itself and to the absence of a conventional upbringing. His attendance at special schools for
the physically disabled no doubt carried many benefits, but there were also disadvantages that
affected his emotional life adversely.

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

rheumatological condition was probably exacerbated by his reluctance to accept factor VIII
injections.

3.2.3 Many attempts were made to provide [GRO-A! with prophylaxis against HIV related

prieumocystis pneumonia and to offer treatment with specific antiretroviral therapy as it
became available, but he plainly stated that he wanted “to hold off treatment until he gets i11”,

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

1) courses of HCV treatment were generally ineffective in the 1990s

2} regimens available had serious side effects and were very challenging for patients
3) medication was not suitable for people with emotional difficulties, particularly as
treatment could cause severe depression

4) treatment for HIV infection was correctly regarded as having a higher priority

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

was sometimes unhappy with the care he was offcred. There is written cvidence that attempts
were made to respond to and resolve his dissatisfaction.

3.3 The fingl vears in Northampton and Oxford

3.3.1 [ero-A! made the fransition from London to Northampton and Oxford successfully and

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

was well cared for during the last fow years of his life.

3.3.2 Sadly he died at the age of 42 years of pneumonia and multiorgan failure, afier nearly
40 vears of HCV infection and approximately 30 years of HIV infection.

GRO-C

BT Colvin FRCP FRCPath
Formerly honorary consultant haematologist The Royal London Hospital

5" December 2016
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Record of Inquest

Following an investigation commenced on the 3} day of Maﬁ A OV

At an Inquest bearing at Milton Keynes Coroners Court on the 23rd day of February 2017 heard before Thomas Ralph Osberne
Sendor Coroner in the coroner's area for Milton Keyaes, the following findings and determinations were made:

{. Name of Decensed (if known)
GRO-A ;

2. Medical cause of death
la Multi Organ Failure

b Prneumocystis iirovecl{PCP) pneumonia
c HIV positive

il Haemophitia
Hepatitis ©

3. How, when and where, and for investigations where section 2} of the Coroners and Justice Act 2009 applies, in what circimstances the
deceased came by his or her death
Bes Narrative Conclusion

4. Conclusion of the Coroner as to the death
Narrative Conclusion

5. Further particulars required by the Births and Death Registration Act 1953 1o be registered conceming ihe death
(a) Date aid place of birth TR e
. iGR( A 11969
i {b) Name aﬁdlﬁﬁmém.efdeceased L
(é;‘s’”.Sex T Lol {d} Maiden éufﬁamé V()I";woﬁm‘ w’hé has mdrried o A
NO) ;Datéénd_pla@ F death RS :
-1 GRO-A j012 0
" General f-ig:_s‘p':’t_a':i,j Nurthamptan;ﬂarthamptonsmm Db
{t) Gceupation and usual ad&tess!’ﬁ s
S ey o
i GRO-A . .iNorthamptonshitel V. ./
-4 GRO-C
Signature of Senior Coroner . Themas Ralph Osborne
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110 Whitworth Road, Northampton NN1 4HJ
Tel: 01604 624732 Fax: 01604 623681 DX 18509 Northampton 2

Anne Pember HM Coroner for the County of Northampton

Narrative Verdict

GRO-A i{deceased)

He also died as a result of HIV and hepatitis C infection that he contracted after receiving
contaminated blood products given for the treatment of his haemophilia. In particular the HIV
infection resulted from the administration of imported blood products from the United States of
America administered between June 1981 and April 1982. At the time that the blood products were
given to him the risks of infection were not known and the benefit of such products far outweighed
the risks of infection. The circumstances of the use and contamination of the blood products were
dealt with fully in the Penrose Report following a public inquiry under the Inquiries Act 2005
published in March 2015,

GRO-C

Tom Oshorne
H. M Assistant Coroner for Northam
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