Witness Name: Romaine Maharaj

Siaternent Mo WITNGSSEOD
Exhibits: WITHNBOBE00Z - WITNGUSED0Y
Dated: March 2022

INFECTED BLOOD INQUIRY

WRITTEN STATEMENT OF ROMAINE MAHARAJ

| provide this statement in response o a request under Rule 9 of the Inguiry Rules 2008
dated 31 January 2022,

{, Romaine Maharaj, will say as follows: -

1. Please set out vour full name and address,

1.1. My name is Romaine Maharaj and my address is ! GRO-C

GRO-C

2. Please set out your date of birth,
2.1. My date of birth is [ORO-C 1955
3. Please set out your current role with the UK Thalassaemia Society.

3.1, My current role with the UK Thalassaemia Soclety is as Executive Director,

4. Please describe The purpose, functions and responsibilities of the society,

both currently and historically:

4.1, The United Ringdom Thalassaemia Society i a non-profit, non-governmental
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organization which acquired official charity status on 1st March 1878,

4.2. At the beginning the prognosis for children diagnosed with thalassaemia major was
very bieak and most of the families were wamed that there was little known information
and treatment of the condition. Consequently, at that time families were encouraged to

form a group to suppott each other

4.3, However, over the past forty-three years, the UK Thalassaemia Society have been
providing supporl, counselling and information to all those living with and affecled by
thalassaemia, The volunieers also coordinated and promoted research and helped to
educale patients and healthcare professionals on the latest and most successhul
{reatments. They also provided and produced resources which were used o educate
the wider population aboul thalassasmia and encouraged as many people as possible
to undergo thalassasmia screening so that carders can be identfied and can receive

appropriate counselling.

4.4, Further, they were able 1o establish inks beltween patients and families and
encouraged positive outiooks and inspiration {o individuals tiving with thalassaemia in

order to help them cope with the challenges related to the condition,

4.5, The Sociely has been run by a management committes of frustees and voluntsers,

GRO-A

GRO-A

§. Please describe the society's lobbying activities prior to receiving charitable

status.

5.1. The exact date in which families (parenis and patients) were first encouraged o

form a support group was not recorded,

8.2, The only information which is available from that period suggests that the group
was formed in the late 1860s by a few parents. Although thers are no documents which
state who the members were, what thelr goals or terms of reference wers, stories
inherited over the decades suggsested the group’s main purpose during the early period
was to bring families affected by thalassasmia together and provide much-nesded peer

support,

5.3, As very litle was known about thalassaemia, many parents were faced with their
ultimate nightmare when their infanis and young children disd prematurely from a

condition they did not know how 1o treat,

4. At the fime, very lille was Known aboul thalassaemia and dug 1o the stigmas

associated with the condition, most families stnungled o disclose thelr child's condition
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aven to their own family members in fear of judgement and victimization.

55, Some of the families affected by thalassaemia realized that the only people who
truly understood the nightmare they were living through were other families facing the
same fate. Thus, the support group provided a safe haven for parenis where they could

yoice thelr worries and concerns and leamn frorm each other’s experience.

5.6. As time went on and the group’s membership expanded, the inheritance pattern of
the condition and communities affected were discovered, Consequently, the group’s
aims expanded fo include awareness and raising funds for education, research and

freatmant.

8. Please provide a list of individuals who held decision-making roles from 1870

1o date,

&.1. Please refer to attachment 1 [WITNBY68002] which includes all the information we

have on file,

Section 2: Questions following a review of digital copies of ‘News Review’ on the

Society’'s website

7. Please describe the Society’s involvement in any other inguiries, investigations
or criminalcivil litigation in relation to the human immunodeficiency virus (“HIV")
andfor hepatitis B virus {"HBV”) andior hepatitis C virus {“"HCV"} infections
andlor variant Creutzfeldt-Jakob disease ("vCJD”} in blood andlor blood

products.

7.1. To the best of our knowledge, we have not been involved in any other investigation
or criminalicivil litigation in relation to the human immunodeficlency virus ("HIV") and/or
hepatitis B virus (“HBV"} andfor hepatitis C virus ("HCV") infections andfor variant

Creutzfeldt-Jakob disease (vCJI™) in blood and/or blood products.

8. The Society website provides digital copies of a guarterly newsletter, entitied
‘Mews Review' and later ‘Thalassaemia Matters’, from March 1980. Were any
regular publications provided by the Society prior to March 19807 Were any
other regular publications provided by the Society in the 1870s, 1980s and/or
188057

8.1. The first newsletter was published in March 1980, We have not found any evidence

of any other publications prior to this date.

8.2, All the materials published 1o date, which are available, have been uploaded to owr
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archive library on our website.

8. Issues 41 to 49 of the newsletler, covering the years 15%0 and 1891, are not
available on the Sociely's website. Does the Society have any coples, including
digital copies, of these issues of ‘News Review’? i so, pleasse provide them. if

not, please explain why.

9.1, Before the UKTS’ building was refurbished in October 2018, most of the Sociely's
documents, resources and publications were housed in the garage of our present
location due to the lack of available storage within the office. During a consultation by
the building contractors pre: refurbishment, it was discovered that the building and the
garage were nol propetly insulated and following issues with a leaking and rofling roof
and walls which ware not properly insulated and were prone fo flooding whenaver it
rained over the years, many of the items stored in cardboard boxes and other
perishable/ unpreserved containers such as documents, books, clothes and fumiture
elc were badly damaged and umrecognizable. As a result, they had to be destroyed.
The documents uploaded to our websile were based on the publications we had access

o at the tims.,

8.2. However, following this, we contacted our membership to enguire about editions
that we were missing and can confirm that all missing editions have since been

uploaded.

10, Please outline who the Society believes reads its newsletters and other
publications and whether this includes doctors, nurses, hospitals and

patients/family membaers.

10.1. The newsletiers and publications are shared and made available to all of the
society’s members which includes but is not limited to patients, family members,
doctors, nurses, and anyone with an interest in thalassaemia. In the last 3 years, the
magazings have also bsen sent to all the units trealing individuals living with

thalassagmia,

11. Issue 01, dated March 1980, mentions a Society general meseting having taken

place on 25th November 1979 at which a new commitize was elected

[RLITOO00778]. Does the Society have any coples, including digital, of mesting
minutes or other relevant materials related fo the Society’s general mestings

andior committes meetings?
a. if so, please provide coples.

b, if the Bociety does not hold coples, please explain why.
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11.1. All the minutes held by the charity have now been shared with the infected blood

inguiry feam who visited our office on 27/01/2022.
12. Please give details of committees set up by the Society and explain thelr
purpose and remit

12.1. Numerous committees were formed for projects undertaken by the charity over
the last 43 years, We are unable to provide a total list of all committess formed as this

information is not available to us. However, to our knowledge some of the committees

included:

® Fund-raising

® Developmaent of educational resources {resources avallable on our website)
® Patient and Medical Conferences/Meetings

® Research projects

® Awareness Campaigh commitiee

® Asian Awareness Campaign Commiltee

@ Patient and parent support commitiees

® Media relations commitiee

13. BEach issue of ‘News Review' contains a section entitled "Scientific Advisor’s

Report’.

a. Please provide a list of the Scientific Advisors to the Society and the dates

which they held the role.

b. Please give an overview of the duties and responsibilities of the Scientific

Advisor to the Society,

13.1. A total list of scientific advisors for the soclely was never maintained, however we
have since searched our archive and found the relevant documents, which are included
in appendix 2. WITNBSEB003]

13.2. The sociely, at present, does not have the capacity to lock through all our

previous newsletters and magazines to complete the list.

13,3, Please note, thers are no guidelines available to us which can be shared with

regards to the duties and responsibilities of a Scientific Advisor.

13.4. Scientific Advisors were chosen on a voluntary basis based on thelr avallability,

specialty and experience related to thalassaemia- specific issues.
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14. The Scientific Advisors Report in Issue D2, dated June 1980, describes a
method of transfusion using young red blood cells [RLITO0D0779]. Issue 05, dated
March 1881, mentions the Soclety providing funds in the region of £6,000 for the
operation of a cell separator at University College Hospital and that members
would be informed as soon as the Society had any concrete resulls
[RLITOO0D780].

The advantages of using young red celis that are mentioned in both Issues are
that it should reduce the frequency of transfusions and possibly of iron

accumulation.
a. Please sxplain what is meant by “young red blood celis”.

b. Please outline, if any, the benefits and/or risks associated with young red

blood cells.

. Did the Society ever advise that treatment with young red blood cells was
preferable to treatment with whole blood? ¥ so, please outline the advice

provided and set oul where this information was sourced from.

14.1. The scientific advisor listed for the period was Mary Mouzouras, however, the
article did not include delails of the author or her credentials. We are unaware of who
this person is s0 we are unable {o inferpret or comment on what this author meant in

her article,

14.2. However, our interpretation in 2022 of yvoung red blood cells is as follows, Red
blood cells typically have a lifespan of up fo 120 days. Te our knowledge,
hasmogiobinopathy  unils try {0 ensure people with transfusion- dependent
thalassaemia receive red blood cells within 14 days of donation. This is to ensure
patients receive the “youngest red cells” possible fo reduce the frequency of

transfusions.

14.3. We cannot comment on what was previously advised or mentioned by the society
over the years because nong of the current ustess or emplovess were involved with
the UKTE al thal time. However, the society’s ethos has been based on medical advice
only being given by practicing heslth care professionals involved i patient care and not

by patienis, parents and employees,

14.4. The society has published 3 editions of “Blandards for the dlinical care of children
and adulls with thalasssemia in the UK- in 2008, 2008 and 2018, These medical
publications wers writlen by clinicians and did include a chapler on blood {fransfusion

which covers their advice in more detall, The standards include a st of references
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which clinicians used {o cite thelr advice. A copy of the latest edition is available on our

website and is attached as part of the evidence pack here [RLITROG1065].

15. Was the use of red blood cell concentrates (*RCCs”) ever recommended by

the Society instead of whole blood transfusions? If so, please explain:
a. The circumslances in which RCUs were recommended.

b The perceived benefits andl/or risks associated with RCCs and specifically,
those benefits andior risks in comparison to those perceived of whole blood

transfusions,
¢. if the above is applicable, where was this information sourced from?

15.1. As siated in the previous answer, we are unable to commaent on this as there i
no information available aside from the articles published and what is mentioned above.
The society has published 3 editions of "Standards for the clinical care of children and
adults with thalassaemia in the UK- in 2005, 2008 and 2016. These medical
publications were writlen by clinicians and did include a chapter on blood transfusion
which covers their advice in more detall. The clinical standards include a list of
references in which clinicians used to source their advice. A copy of the latest edition is

available on our website and is altached as part of the evidence pack.

16, What treatment did the Society recommend for patients with Thalassaemia?
Dhd this change over time? If so, please detall why and how any changes

occurred and how these were communicated,

16.1. The society has never been one 1o recommend or prescribe any treatment fo
patients, the objective was simply {0 share the information and research on the various

treatments and updates so that families could discuss this with their treating doctors.

16.2. Based on the guidelines outlined by health care professionals, the society has
educated families on the need for blood transfusions (if ransfusion- dependent), iron
chelating agents and curative options if available. This advice has been based on
guidelines publishad by the thalassaemia intemational federation (TIF } and clinicians in

the field.

17. Issue 32, dated December 1887, mentions the Society’s protocol describing
the recommended treatment for Thalassaemia major and describes it as useful
for doctors and nurses. Readers are invited to contact the Soclely for a copy

[RLITOODOT784]. Please explain:

a. The recommended freatment that is detailed in the protoco! at this time. i
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possible, please provide a copy of this document.
b, Why was the protocol described as useful for doctors and nurses?

17.1. We do not appear fo have a copy of this document on file, nor do we have any
information stored which would indicate where it originated or who the author/ authors

WETe,

17.2. The current team at UKTS cannot comment or provide any information on what
was previcusly said and published because we were not involved with the society at the

fime.

17.3. However, we have found a publication in 1887 titled "A short guide o the
management of thalassaemia” by A Cao, V. Gabulti, G. Masera, B, Modell, G. Sirchia
and C. Vullo reprinted from “Thalassaemia Today- The Mediterranean experience” by
G. Sirchia and A, Zanella Eds [UKTS0000001]

17.4. A copy of this was provided {o the visiting team on the 27/01/2022.

18. Please outline the ways in which the Society has sought fo keep ilself
updated with the latest scientific studies into treatment and any risks associated

with treatment,

18.1. The society is aligned with most of the other groups and societies globally and is

kept abreast of developments from conferences, medical updates and members,

18.2. The society keeps abreast of all latest treatments, news and risks from clinicians,
the international thalassaemia federation (TIF} and through our own research from paer

reviewad journal articles in thalassaamia and related conditions.

18. Please outline the ways in which the Society has sought to keep patients with
Thalassaemia updated with the latest scientific studies into treatment and any

risks associated with treatment,

18.1. In the past, the soclety has provided subsidized financial support o help patients
and family members attend inlermational (TIF} and national patient conferences. Topics
chosen by the various organizations have included an updale on latest sclentific

studies, however, they were only ever presented by doctors in the field.

18.2. Reporis are also included in the newsletters and magazines in order o ansure

that the others not able o altend are also made aware of any developments,

20, To the best of your knowledge, did the Soclety publish any materials for their
members during the 1970s - 1980s about the risks of Hepatitis or other infections
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to people receiving blood transfusions? i so, please provide details and coples if

possibls.

20.1. The only information that the current team at the UKTS is aware of is what is

available on our websits,

21. To the best of your knowledge, did the Sociely publish any materials for its
members about HBY and HCV at any time? I so, please provide coples where
possible and explain where the Society got the information provided in the

materials.

21.1. The only information that the current team al the UKTS is aware of is what s

available on our websile,

22. Issue 30 dated June 1987 notes a discussion on the subject of AlDE with Dr
Wonke, Professor Francum, patients, parents and members taking place at the
Society on 23 March 1987 [RLITO000782].

a. Please explain the relationship between the Society and Dr Wonke at the lime

of this discussion,

b. Please explain the relationship between the Society and Professor Francum at

the time of this discussion.

¢. Does the Society have copies, including any digital coples, of the minutes or

sther relevant materials from, or related 1o, this discussion?
if not, please putline what the discussion entailed.

d. Dr Wonke is reported as saying that thalassaemic patients were at low risk of
HIV infection from blood transfusions. Was the Sociely ever concerned that
thalassaemic patients could be at risk of contracting HIV from blood

transfusions? If so, how was this concern communicated to members?

e. Page 13 of issue 30 states that the Society knew of no thalassaemic patientis
with AIDS fo date. Has the Society become aware of anyone with Thalassaemia

who may have contracted HIV as a result of blood transfusion?

224, Dr Wonke was one of the main doctors freating patients at the Whitlington
Hospital, As part of the society’s work, from fime to time, doctors were invited to speak
to the group in order to provide updates on treatment and o address any concems of

questions ralsed during the mestings themselves.

222, There are no minutes available for this mesting and as such we are unable fo
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comnment further on this,

22.3. We do not have any information presently on the possibility of any patient

contracting HIV as a resull of a blood transfusion.

23. To the best of your knowledge, did the Society publish any materials about
HIV at any time? If so, please provide delails and explain where the Society got
the information that was provided in these malerials. i possible, please also

provide coples.

23.1. We do not have any information on this. The only information that the current

teamn at the UKTS is aware of is what is available on our websile,

24. Inlssue 30, dated June 1987, the risk of confracting HIV is described as lower
for thalassaemia patients because blood was filtered [RLITOD00782]. Issue 31,
dated Sepltember 1887, contains a plea to thalassaemia patients to ensure the
blood they received was filtered as it had come to the attention of the Society that
some hospitals were not giving filtered blood because it was too expensive
[RLITOODO783].

8. Please explain what is meant by “filtered blood®.

b. Please explain what the Society understood regarding the benefits andior
risks associated with “fillered blood” and specifically, those benefits and/or risks
in comparison with “unfilterad blood”

C. Where was this information sourced from?

24.1. Aside from the article itself we do not have any additional information on the

source and references were.

24.2. Our interprefation or understanding of what “fillered blood” is in 2022 is blood that
has been filtered based on the rernoval of lsucocyies. Howevar, we cannot comment on

what was said in 1887 asg the current team al UKTS waxs not involved at the time.

24.3. Previous advice on these fopics has been based on guidelines publishad by the
thalassaemia international federation {TIF ) and clinicians in the fleld,

25, Issue 97, dated April 2004, has an article entitled ‘New blood safety measures
disgualify 52,000 donors’ on the announcement to prevent anyone who had
received a blood transfusion in the UK since January 19380 from donating blood
due to the risk of transmission of variant vCJD [RLITO0D0786]. How did the
Sociely become aware of the risks of transmission of vC.JD associated with the

use of blood transfusions?
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281, We are unable to comment on what was published in 2004 as the current feam at

LKTES was not involved at the time,

25.2. (Qur current research however, revealed thal the information published was
based on siatements made by the Health Secretary John Reid on Tuesday, 16 March
2004 and included in arlicles by several media companies. Allached are ardicles from
BBC and The Independent. (see appendix 3} [WITNGGSB004]

28. lssue 37, dated April 2004, has an article entitled ‘New blood safely measures
dgisqualify 52,000 donors' on the announcement to prevent anyone who had
received a blood fransfusion in the UK since January 1380 from donating blood
due to the risk of transmission of variant vCJD [RLITOO00T788]. How did the
Society become aware of the risks of transmission of vCJD associated with the

use of blood fransfusions?
26.1. As per rasponse for number 25,

27. The article notes the Society would be interested to hear i any readers
subsequently experienced any difficulties. To the best of your knowledge, did the

Society hear from any readers of any difficulties related to vCJD7
27.1. We do not have any additional information regarding this on file,

28, To the best of your knowledge, has the Society published any materials about
vJD at any time? i so, please provide details and explain where the Society got
the information that was provided in these materials. If possible, please also

provide coples.

281, All the information published is available on our website. We are also unable to

provide any additional information on this.

28. Issue number 88 of 'Thalassaemia Matlers’ contains the article ‘Government
Pledges Payouts For Victims Of Hepatitis © Blood Conlamination’ welcoming the
decision to provide financial assistance to Mepatitis © sufferers and informing
readers that they will be kept up- to- date [RLITODOOTES]. An article in Issue
number 97, dated April 2004, provided more information about the ex-gratia
scheme, including what fo do if readers thought they might be eligible
[RLITOO00TEE]. Were any other publications provided by the Sociely on accessing
financial or other assistance in relation fo infection via contaminaled blood?
Please detaill any support, financial or otherwise, provided by the Socisty to those

who may have been affected by contaminated blood,
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£8.1. Al the information published is available on our website. We are also unable o

provide any addiional information on this,

Section §; Stigma

30. Please explain, to the best of your ability, any stipma associated with

Thalassaemia both in wider society and within certain communities,

30,1, Thalassaemia major is an inherited severe blood disorder and we have been fold
that in most communities, the diagnosis of the condition was hidden from relatives,

friends and the wider community.

30.2. This was mainly because of the stigma attached io the people affected initially,
causing family members and relatives to be excluded as potential marriage pariners

and Fiends.

30.3. This was amplified during the panic which came about during the HIV and Hep C
ara as famifies with palients who were fransfusion- dependent were shunned and

treated differently,

30.4. Although there have been a lot of changes and treatments available since then,
there are stil 2 lot of families and patients who are unwilling to even disclose that they

are affected by thalassaemia.

31. Please explain, to the best of your ability, the Soclely's understanding of any
stigma connected to being infected or affected by contaminated blood within

those communities most affected by Thalassaemia.

3110 Despile the strides made in this area, most families are still worried that they
would not be accepted by sociely once information relating to infected blood is shared

publicly.

31.2. Additionally most of the persons affected were subjected to several irials and
freatments which impacied thelr lives significantly and although some have managed to
be "cured” they stll depend on regular blood transfusions and have not bean properly
supported to deal with the anxiely and negative smotions which would have resulted

from the experience iself

32. Please detail whether the Society is aware of the sligma associated with
infection from contaminated blood affecting the treabment received by people

with Thalassasmia,
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32.1. The soclely is awars of the stigma associaled with infection from contaminated

biood affecting the reatment of people living with thalassaemia.

32.2. Several sHempls have been made {o get the people infected or affected with

infacted blood 1o come forward and provide evidence to the inguiry team,

32.3. We have not had positive responses from most of the members.

33. An invitation to accept appointment to the National Blood Service User Group
{“NBSUG”) for two years was sent to Mr K Charalampous ¢fo the Society in July
1886 [DHSCO020763_D021. Please give details on the Society’s involvement with
the NBSUG, Please include the dates the Soclety was involved,

33. 1. We do not have any additional information on this,

34. A press notice on lifting the lifetime ban on blood donation by men who have
had sex with men notes that representatives from the Sociely participated in the
review by the Advisory Committee on the Bafety of Blood, Tissues and Organs
{“SaBT0O"} [DHECD004233_061]. Please outline, to the best of your ability, the
Society’s involvement with SaBTO both currently and historically.

34.1. Over the years the society has been invited by NMSBT to provide patient and
representatives to join the various advisory committees and stakeholders’ groups set up
for discussions/ reviews, Unforfunately, | am unaware of whether UKTS had previous

interaction with SaBTC before my time.

34.2. With regards the FAIR 1 Commitiee { lifling the lifelime ban on blood donation by

men who have had sex with man}i GRO-A | {patient representative and now

rustee) was invited 1o join the steering group based on being a recipient of a blood

with regards to the discussion al hand.

34.3. As far as we are aware, recommendations from this comynitlee were then
presented by the chalr of the FAIR steering committee and other scientists in the group
to SaRTO. UKTS or rustees had no direst involvement or interaction with SaBTO for

this,

34.4. Unfortunately, 1 am unaware of whether UKTE had previous interaction with

SaBTO before my time,

WITNG968001_0013



34.5. UKTE was then approached by a research team at Notlingham university to help

recruit patients 1o take part in their one- {o- one inferviews and later online questionnaire
with regards o lifting the lifetime ban on blood donation by men who have had sex with

men.

34.8. On both occasions UKTS sent an email out to the membership to advertise the
study to which interested parties were forwarded the delails of the research feams to
get in touch, Delalls for the online survey were also shared on UKTS social media

aecounis.

38, Please outline the Soclety’s involvement in other reviews of blood safety, both

currently and historically.

381, We do not have information on this, aside from what was included in the minutes
of the previous mestings. This information was already perused by members of the

infected Blood Inguiry team.

36. An internal memo from the Department of Health in 1880 [DHSC0002456_083]
refers to the provision of £15,000 annually fo the Society for “counselling and
associated services”. The document also refers fo funding videos on
Thalassaemia through the Society. Please give detalls of any funding received

from the Department and how it was used.
38,1, In 2010 three videos were produced by the society:

There are 3 new videos, Thalassasmia — your life, your choice, your fest {screening),
[UKTS, "Thalassaemia - your life, your choice, your fest {(screening)’, YouTube,
uploaded by UKTE, VJune 2018}, My Thal (living and coping with thalassaemia) [UKTS,
‘My Thal {iving and coping with thalassaemia)’ YouTube, uploaded by UKTS, 7
October 2020] and UKTS ~ making a difference {the work of the Society). JUKTS,
WKTS - making a difference (the work of the Bociety)’, YouTube, uploaded by UKTS,

13 August 20181 These can be viewed via our YouTube channel

38.2. UKTS has always worked slongside the NHS Screening fo support counselfling

and awareness activities. The videos produced in 2010 were an example of work done.

37. Please describe the relationship between the Society and the Depariment of
Health,

371, As mentioned above, the United Kingdom Thalassaemia Society and the Sickle
Cell Sociely have been supporting the projects undertaken over the years by the NHS

Screening Programme and have been involved in all activities relating to screening and
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genstic counselling.

37.2. In 2015/2018 both societies joined forces and applied! won a tender for a conlract

which is alzo now focused on newborn screening and other awareness aclivities,

38, Please give details of any relationships between the Soclety and NHS
hospitals. Please comment specifically on the relationship between the Soclety
and The Whittington Hospital.

38.1. The society has been liaising with the various teams from the units breating
thalassaemia major patients scallered throughout the United Kingdom. This has
allowed us to share informalion directly 1o the unils, members and patienis being

treated in sach unit,

38.2. Since 2018, instead of sending the magazines oul to sach individual member, the
shipmenis were directed o the units to ensure that the non-members also benefifted

from the information contained.
38.3. We have also been lundraising 1o purchase vein finders for each unit.

3B.4. The Whittington hospital unit is the largest unit treating some of the oldest patients
globally. Based on this, the specialists at that hospital are the most experienced and are

normally relied on for referral of cases from the smaller unils.

38.5. The team al the Whitlington have always been supportive ;v assisting with ouwr

updates and assistance, when possible.

38, lssue 98 dated July 2004, of Thalassaemia Matters’ contains an article on the
retirement of Dr Wonke (RLITOGDG787), Please outline the following:

&. The relationship between the Socisty and Dr Wonke prior to her retirement.
b. The relationship between the Society and Dr Wonke since her retirement.

381, Dr Wonke has been acknowledyged as one of the {op consultants for thalassaemia
in the UK as she looked afler most of the oidest palients and one of the largest cenlres

freating patients.

38.2. She was also recognized and praised for her dedication and sxperience by the

international Thalassasmia Federation (TIF) and other global specialists in the field.

39.3. During her years as a consultant, she was abways willing 1o support patients and
familizs and was able 1o change the prognosis given to most of the families which did

creale a very positive almosphere for most, despile the severity of the condition.
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39.4. The society and families were grateful to her for her service and dedication and

ware invoplved in a farewell function to thank her for her sarvice.

38.5. For our 40th anniversary celebration, the society took the decision to honour those

persons who made a difference in the lives of the families and Dr Wonke was chosen o

be ong of the recipients.

388, Aside from this, after refirement she has not been an active part of the

thalassaemia community.

40. Please outline the relationship between the Societly and Professor Dusheiko
during the 1870s, 19805, and 1990s.

40.1. We are unable to comment on the relationship between the society and Professor
Dushetko during the 1870s, 1880s, and 1990s as the current team al UKTS was not

involved at the time.

41. Please outline the current relationship between the Society and Professor

Dusheiko.

41.1. We are aware that Professor Dushelko had meetings and gave advice to some
board members of the soclely during 2010 1o 2018, but we were not all privy o the

information or discussions. These board members are no longer a part of the society.

41.2. In particular, the main board members who were involved in these discussions

were Mr! GRO-D tand Dri GRO-D

42, Professor Dusheiko has told the Inquiry that he provided advice and acted as
Medical Advisor to the Society {(WITN3754048 at 2.37, 3.1 and 48.8). Please

provide details on the following:

a. The role of Medical Advisor to the Soclety;

b. The dates Professor Dusheiko held the role;

c. The process by which advice was sought and obtained from Professor
Dusheiko; and

d. The Mature and contents of advice given by Professor Dusheiko to the

Socisty.

42.1 We are aware thal Professor Dushelko had mestings and gave advice o some
board members of the sociely during 2010 o 2018, but we were not all privy 1o the

infermation or discussions. These board membsrs are no longer a part of the society.

42.2. In particular, the main board members who were involved in thess discussions
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were Mr! GRO-D tand Dri  GRO-D

43, In 1980 Professor Dusheiko wrote that the existence of non-A, non-B Hepatitis
{"NANBZ2}, now known to be HCV, had long been recognized and most clearly
seen after blood transfusions. He listed thalassaemics among those at increased
risk of posttransfusion hepatitis (DHSCODO2541_DEB). Please comment on the

following:

a. Whether this was communicated to the Society by Professor Duesheiko
and if so, when.

b Whether the Society was aware of an increased risk of post-transfusion
NANEB Hepatitis and whether this was communicated to people with

Thalassaemia by the Society. if so, how was it communicated?

43.1. We are unable o comment on the relationship between the society and Professor
Dusheiko during the 1870s, 1880s, and 1890s as the cument tearn at UKTS was not

involved at the ime,

44, The Society’s newsletter ‘Thalassaemia Matters’ carried information regarding
the set up of Skipton in October 2003 {Issue 85} (RLITO00DO785) and April 2004
{lssue 97} (RLITOO00786) and the increase in money being made available by
Skipton in March 2011 {Issue 118) {RLITO000788). Please outline any relationship
that exists between the Society and Skipton,

44 1. We are unable to cormnment on a relationship betwesn the sociely and Skipton as

there is no information available,

442, We are aware however, that similar to our present day operation, we strive {o

ensure that all pertinent and printed information is circulated to all members.

45, The Haemophilia Socisty meeling minutes from Sept 1885 (HSOC0023337)
mention contacting the Socisly over members also having conlracted HOV
Please explain the relationship between the Soclety and the Hasmophilia Society

in relation to members having contracted HCV.

45 1. We have not been able 1o locale any information relating to this mestling and are

unable to comment on the relationship betwean both societies in 1988

46, Please outline whether there was a relationship with the Haemophilia Society
during the 1970s, 1980s, and 1980s and what this involved.

48 1. We are unable to comment on this as we do not have any information at hand.

47, Please provide details of any other current or previous relationships the
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Society has that you believe may be of relevance to the Infected Blood Inquiry,

having regard to its Terms of Reference and to the current List of Issues.

47.1. The society has been involved in patient and family support during its existence.
Our thrust has been to educate and update everyone with any new advances or

pertinent information.

47.2. Aside from this, we have been involved in any research which could improve

patient lives and extend the grim prognosis which was given in the beginning.

47.3. Any relationship forged, therefore, would have been done on this basis.

Section 5: Other Issues

48. Please explain, in as much detail as you are able to, any other matters that
you believe may be of relevance to the Infected Blood Inquiry, having regard to its

Terms of Reference and to the current List of Issues.

48.1. We do not have any further information or details which could assist.

Statement of Truth

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

Signed GRO-C L
Dated O8lod 2022
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Appendix 2: Scientific advisors {o the
society {incomplets)

VATNGSHBOOS

2018

UK Thalassaemia Society Standards for
the cfinical care of children and adults
with thalassaemia in the UK {3rd ed.
2016)

RLITOO01065

1987

A Cao, V. Gabutli, G Masera, B
Modell, G. Sirchia A short guide to the
management of thalassaemia, reprinted
from C. Vullo Thalassaemia Today- The
Mediterranean experience by . Sirchia
and A, Zanella Eds

UKTSQ0000M

2004

Ardicles from the BBC and The
Independent

WITNBIBE00S
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