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GRO-B GROB | GROB | GROB || GRO-B Tell GROB |

Dr R Arya - Consultant Haematologist - 13th Juns 2004
Department of Haematoleglcal Medicine J

Kings Oolle?e Hospita!

Denmark Hil

London

SES 9RS

Dear Dr Arya,

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

| write having been prompted to do so by information which | received some time ago from the
Haemophilla Soclety regarding in particular a legal action which Is apparentlg( currently under
consideration and proposed 1o be taken in The United States of America on behalf of Haemophiliac
patients infected with HIV and/or HCV, ’

In this respect this so called Joint Class type aclion Is, as you may be aware, o seek compensation
in Amerlca for Haemophiilac patients, inc!udin?sthose in the UK, who were treated with and infected b
HiIV andfor HCV contaminated blood products from American drug companies involved with their
manufacture and supply.

However whilst | am concerned and most uncertain about bacoming personally involved with any
such process and | am not at all famifiar with The Data Protection Act - 1998 | understand that it does
make provision for Individuals to request items of information from thelr medical records.

Accordingly the information which | am seeking from my-medical records is summarised as follows:-

1 The records showlng exposure to American blood products,

2 The records demonstrating approximate date of infection.

3 The confirmation of diagnosis.

| do therefere sincerely hope and trust that you will have some understanding of m;;l dilemma arising
from this situation and that this request will not jeopordise or Interfere with my most highly regarded and
valued relationship with you, the hospital and its members of staff all of which are of considerable and
vital Importance to me and as such must not be vitiated in any way whatsoever.

However In the event that this request or other factors which are not apparent to ms could In some
way have an adverse effect upon such an arrangement then 1 will withdraw this request,

Accordingly and whilst writing | confirm that no proceedings are pending or contemplated against you,
the hospial or any other member of staff.

Finally would you please note that | have aiso written to Dr P Glangrande - Consultant Haematologlst
at the Oxford Haemophilla Centre In a similar manner.

Many thanks
Yours sincarely

GRO-B

Copy to- Df GRO-B i-GP, GRO-B
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King's-College Hospital INES|

23 September 2004
NHS Trust
Hing's College Hospital
Denmark Hill

Ms__ GROB London SE5 9RS

Tel: 020 7737 4000
GRO-B Fax: 020 7346 3445
www.kingsch.nhs.uk

Dear Mt GRO-B |

The Patient Advice and Liaison Service have asked me to write to you regarding youx request for
information that relates to your attendances in 1973.

We have catried ont an extensive search of both the Trust’s archive library and current library, and I
am soxry to advise you that we are not holding any notes relating to this period. Whilst
investigating your request, I was able to confirm that during the 1980s the Haematology department
itself carried out a programme of microfilming some of their old records. These microfiln records
were originally stored within the Haematology department. Regrettably the Hacmatology
department have confirmed that they no longer hold these microfilmed records.

I am very sorry that the records relating to this period are no longer available for you.

Yours sincerely

GRO-C

Chris White
Head of Patient Records

ABgy,
NP
& &
()
a
Reference: S -

ey
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GRO-B '’GROB || GROB || GRO-B || GRO-B|Tel| GROB !
Chris White - Head of Patient Records ’ 3rd October 2004
Kings Coliege Hospital Previous Ref:- 11-09-1-geni
Denmark Hill Added New Ref:- 11-02-3-kehhii
London
SES 9RS

Dear Chris White

RE:- GRO-B . KCH REF N0, GRO-B : MEDICAL RECORDS

Whilst | would rather not | am nevertheless compelled to write with reference and in reposoe to your
letter dated 23rd Septamber 2004 in connection with my hospital medical racords.

In this respect you advise that a most significant and substantial part of not only my main hospitel
medical records but also those held by the haematology department have apparently both been lost by
the hospital and are no longer avallable to either the hospital, its departments, staff, me or for that
matter any others in the event that these records should be required and/or the need arise.

This advice and the onerous implications of this situation are devastating and entirely beyond my
comprehension and belief especlally bearing in mind the fundamental jssues and principles of liability,
responsibility and accountability that arise which can not as such be ignored, dismissed, or excused
without the hospitals further consideration and explanation as your letter implies.

In the meantime and as a consequence of my Initial consideration and cursory appraisal of your letter
those comments and observations which ocour to me at the present time are summarised for the
hospitals information, perusal and further response please as follows:-

1 | am of course extremely concerned that this matter must not Interfers with the otherwise excellent
relationships, treatment and care from which | have and continue to benefit from as a life long patient of
Kings.

In this respect | take the opportunity to refer for example to an extract from my letter dated 10th
September 2004 to Hazel Turner/Dr Arya as follows:-

‘During my conversation with her | explained to Cathy (Varley of KCH-PALS) that this matter was from
my own point of view extremely difficult and sensitive especially as | have been & long term patient of
Kings and remaln most thankful for and greatly indebted to Kings for the care and treatment which f
have been most fortunate to have received in the past and continue to do so at present,

In addition my personal relationship with Kings and its members of staff are also extremely important
and very preclous to mé and must not be jeopardised or adversely affected by this matter in any way
whatsoever.’

2 This situation involving as it does the loss of not one but both separate sets of my hospital medical
records is quite remarkable and is perhaps indicative of a deliberate policy of removal of such medical
records rather then some ghastly mistake an action prompted perhaps by the emergence and impact of
the HIV/AIDS and HCV disasters especially upon the haemophiliac community and the implications of it.

In this respect | expect that any such removal of hospital medical records such as mine s not
permissible, would not be authorised and in some way or another entirely against relevant legislation,
obligations, provisions and procedures.

Howaver and despite such considerations and provisions | have co-incidentally and recently become
aware that other hasmophitiac patients throughout the natlon have apparently encountered and are
confronted by similar circumstances with regard to the apparent loss and non avaifability of their
medical records which If true appears to be an amazing and perhaps somewhat dubious co-incldence,

A further co-incidence is perhaps sn article published in The Sunday Times on 26th September 2004
entitled “Councils shred files to thwart new access faws’ a copy of which Is enclosed apparently arising
from the forthcoming Introductlon and Implications of the Freedom of Information Act which causes one
to wondor about the previous introduction and Implications of the Data Protection Act and in particular
access 10 medical records.
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Chris White - Head of Patient Records - Kings College Hospital 3rd October 2004

RE: | GRO-B 1. KCH REF NO| GRO-B - MEDICAL RECORDS

Accordingly the hospital should advise me please as to whether or not | am the only hasmophiliac
patient whos hospital medical records have been lost and whether or not the medical records of all of
the other haemophiliac patients of the hospltal are fully in tact and readily available,

3 The loss of my hospital madical records is entirely unacceptable and without justification,

This situation has arisen and become apparent as it has prompted by and as a consequence of my Initlal
enquiries about, request for and as it happens my statutory rights and entitlement to information from
my hospital medical records which s not apperently and according to your advice able to be complied
with.

The loss and non availability of these hospital medical records has only now and by virtue of your letter
become apparent and been made known to me essentlally as a matter of pure chance arlsing from my
initial latter of enquiry about them and certainly without my prier knowledge, awarenass, involvement,
agreement, reason or any fault of my own.

4 Despite the hospitals duty of care, llabllities, obligatians and responsibilities for such matters your
letter does not include or provide any explanation for or the reasons why these losses have occurred
and the consequential situation has arisen, where my records are and the issues of security and
confidentiality which also arise issues which do therefore and amongst any others require the hospitals
clarification please.

In the meantime | am in no doubt whatsoever that there are in fact no goad, justifiable, acceptable
raasons or excuses for this situation arising and whilst | nota from your letter that you are sorry that
these medical records have apparantly baen lost by the hospital and not available such a sentiment Is no
doubt well intended but it is in fact and reality especially given previous, currently prevalling
clrcumstances and future requirements of no real consequence, comfort or use to me or any other party.

B Your letter does not refer to or clarify the legal, statutory, duty of care or any ather formal
responsibilitiss, obligations and liabilities which prevail upon hospitals for the establishment,
maintenance, accuracy, confldentiality and security of an individuals hospital medical records and the
situation arising from their loss and lack of availabllity which requires the hospitals clarification please.

In the meantime and from my own point of view | am in vo doubt whatsoever that such matters
involving patients medical records are as It were sacred, absolute and would as such be entirely
dependable, in no doubt and never under any circumstances be compromised or jeopardised in any way
whatsoever as is apparently the current and prevailing situation In this Instance.

6 Paragraph 1 of your letter refers to:-
" your request for information that relates to your attendance’s in 1973"

Whilst 1973 was and is of considerable significance and importance it was and Is not the sole and only
period of time In question and about which | enquired.

The statement in your letter is not therefore correct and is as such miss-leading as it does not reflect the
purpose and nature of my initial enquiry and request for information from my hospital medica} records as
referred to In my letter to Dr Arya dated 13th June 2004 to which incidentally my subsequent letter 8th
August 2004 regarding my related OHC held maedical records also refers.

Accordingly would you please note that the reasons for and the nature of my request was discussed in
general tarms between myself and Dr Arya during the course of my visit to the hospital on 18th August
2004 at which time 1 also obtainad the medical record information which had been provided to mé by
UKHCDO via Dr Arya due to reasons of UKHCDO proceedures and confidentiality.

7 At that time | was under the impression that whilst the medical records {in particular the Volurae(s?)
which | believe to be for the period between approx 1948 - 1997 at which time | understand that the
currently avallablo Volume of my medical recards commenceas) was not then to hand but there was an
awareness of them, a search was in progress and ‘audit trail’ for them.
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Chris White - Head of Patient Records - Kings College Hospital 8rd October 2004

RE- | GRO-B - KCH REF NO. GRO-B - MEDICAL RECORDS

It was therefore anticipated and expected that this particular part of the medical records were in the
hospital they would turn up and the information that | had requested from it would then be readily
avallabfe and forthcoming and if necessary further access to It possible,

However and according to your letter this no longer appears to be the case a situation which may
serlously jeopardise and possibly prevent the progress of the particular Issue, and for that matter any
other purpose, for which Information from my medical records Is currently and may be required in the
future for which | consider the hospltal to have responsibility,

In view of these circumstances | subsequently approached Cathy Variey of KCH ~ PALS during a visit to
Kings which took place on 25th August 2004 at which time | explained and discussed this matter end
detalls of to which my letter dated 10th September 2004 to Hazel Turner PA to Dr Arya and copied to
Cathy Varley refers.

8 Given these current circumstances | anticlpate that it can be readily appreciated that this matter has
now bscomse and represents a serles of most unwaicome and considerable causes of concern to me,

This is due not only in overall and general terms but also more specifically at the present time with
regard to the possibllity of litigation taking place in America regarding HCV (to which my letter dated
13th June 2004 refaers) a procass and my involvement with is currently under review,

In addition and most recently | have now received a letter dated 20th September 2004 from Dr Arya in
connection with vCJD which | have yet to face up to, deal with and respond to in due course.

n the meantime Dr Aryas letter dated 20th September 2004 does amongst other things refer to and
mention that the hospital is currently checking patients hospital medics! records and liasing with other
centres to determine who was treated with Iimplicated batches and the extent of thseir exposure
between 1980 and 2001 details of which are required to be recorded in patisnts hospital medical notes
for “at tisk’ vCJD public health purposes.

Furthermore | also note that this perticular Information could if required be made available to patients a
mattet about which | am currently undecided but which does not in fact and given prevailing
circumstances appear to be possible in my case nor for that matter any other haemophitiac patients
whos medical records are also [ost and no fonger available ali of which represents a most serious and
onerous situation upon which the hospltals clarification Is required pleass,

Accordingly and given such circumstances | should appreciate receiving the hospitafs full and thorough
response end further advice as a matter of urgency please.

Many thanks
Yours sincerely

Copy to:-

Dr R Arya, MA, FhD, MRCPath, FRCP - Consultant Haematolaglst and Honorary Senlor Lecturer
Department of Haematological Medicine - Kings Cotlege Hospital

Cathy Varley - Patients Advice and Ltaison Service - Kings College Hospital
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GRO-B "GRO.B | GRO-B | GRO-B | GROB |Tel| GRO-B

Hazel Turner - PA To : 24th November 2004
Dr Roopen Arya, MA, PhD, MRCPath, FRCP

Consultant Haematologist and Honorary Senlor Lecturer

Department of Haematological Medicine

Kings College Hoespital

Denmark Hill

London

SEB SRS

Dear Hazel

Re | GRO-B - KCH Ref NUMBER - GRO-B |

| was pleased to hear from Katherine Barry of the Institute of Liver Studies some weeks age now that
the previously missing part of my Kings College Hospital medicat records has now ‘turned up’ and |
understand that at that time Katherine had the missing past of the record in her possession pending its
collation, ease of access and safe/secure storage together with the remainder of my medical records.

In this respect and In the first instance | take this opportunity refer to my [etter dated 13th June 2004
to Dr Arya which remains relevant as a consequence of which | would appreciate and welcome a reply
together with the information referred to please.

Whilst writing | take the opportunity to also mention that given what was far me the most serious,
disturbing and highly stressful nature of this situation involving as it did the unexplained disappearance
of a substantial part of my medical records togaether with the undesirable and detrimental effects of
such a situation and the implications of It | am to say the least disappointed not to have recelved the
courtesy of & written explanation, apology or for that matter any other response to my letter dated 3rd
October 2004 from either Chris White - Head of Patlents Records - Kings College Hospital to whom the
letter was addressed or Cathy Varley of Kings College Hospital - PALS to whom It was copled which
and glven such circumstances | congider to be inexcusable and | have therefore copied this letter to
them accordingly.

Yours sincerely

GRO-B !

CQOPY TO:-
Chris White - Head of Patients Recards - Kings College Hospital
Cathy Varley - Patients Advice and Liaison Service (PALS) - Kings College Hospital

Katherine Barry - Clinical Nurse Specialist - Institute of Liver Studies - Kings College Hospltal
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