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and behavioural problems. A total difficulties
score is calculated (range 0-40). Based on
population data, cut-off scores of ‘likely’
mental health disorders range from <13 =
normal, 14-16 borderline and 17+ abnormal.
UK norms are available for comparison. High
internal consistency has been reported in non-
clinical populations (0.82).

Financial, demographic, and medical
information

This is a survey of travel, financial costs and
support, impact of care on family finances
and access to benefits. Basic demographic
information (including parent age, ethnic
group, and education) was also collected.
Medical information was obtained from
hospital records with the consent of families.

Procedure

Necessary approvals were obtained from
appropriate ethics committees. Inclusion
criteria were children aged between 8 and
18 years, diagnosed with TM and attending
one of three UK Paediatric Haematology and
Bone Marrow Transplant centres (London,
Birmingham, and Newcastle). Competency
in spoken and written English was needed to
give consent and complete questionnaires.
Hospital translators were available to assist
with recruitment and data collection if needed.
Children with additional chronic illness or
receiving palliative care were excluded.

Eligible patients were identified from
hospital databases by research nurses, and sent
written information by post 2 weeks prior to
routine clinic appointments. On arrival at clinic,
a research nurse approached families about
the study and answered questions. Mothers
provided written consent and completed
questionnaires either at clinic or at home and
returned using Freepost envelopes.

Treatment of data
Socio-economic status (SES) was categorized
using the Acorn classification system (ACORN,
CACI 2007). Descriptive statistics were
calculated. PedsQL and SDQ were scored
according to standard instructions and internal
reliabilities calculated (Mother report PedsQL™:
0.82; SDQ: 0.80). Scores were compared with
published population norms (PedsQL: Upton et
al. 2005: SDQ: Meltzer et al. 2000) using one-
sample t-tests.

Spearman’s rho correlation and Mann-
Whitney U-tests were used to determine

Thalassaemia Matters

variables associated with PedsQL and SDQ
scores.

Results

A total of 24 families were eligible over a
6-month period. Two families declined to
participate. Data were therefore obtained from
22 mothers.

Demographic information

Age at time of assessment is shown in Table
1. The range of SES types for all families were
1-48 (i.e. ranging from wealthy achievers

to hard pressed), and the median type 37
(moderate means — Asian communities living
in crowded terraces). (In analyses scores were
reversed so that higher scores indicate higher
SES.) Families were of Pakistani (62.5%),
Indian (17.4%), white British Irish (4.3%), or
other (non-specified) ethnic origin (13.0%).
The majority of mothers (47.8%) left full-time
education under 16 years of age. Most fathers
(26.1%) remained in full-time education until
at least 19 years of age.

Medical information
Six diagnoses were neo-natal. Mean age for
those diagnosed outside the neonatal period
(n = 16) was 2.8 months (SD = 0.43). Mean
time since diagnosis (n = 16) was 10.67
years (SD = 3.03, range 7-16 years). Four
had received a BMT and were cured of TM;
the remaining 18 were on monthly red cell
transfusions and regular iron chelation therapy
[subcutaneous desferrioxamine infusions alone
or in combination with an oral iron chelator (n
= 16), and oral iron chelation alone (n = 2)].
Those treated with BMT had received a
matched sibling transplant (mean time since
transplant 5.77 years, SD = 5.72, range
2.21-12.38 years). All received conditioning
treatment with cyclophosphamide (200 mg/
kg) and Bulsulphan (14 mg/ kg) and none
had received total body irradiation. Three had
experienced acute graft versus host disease
post-BMT (skin and gut, grades 1-4). Bone
health (osteoporosis, exotoses), skin health,
oral health, vision, growth, puberty status,
ovarian/ testicular, cardiac, pulmonary, and
thyroid functioning were all normal.

Table 1. Means and SD for age at assessment

Mean SD Range

Child age at time of assessment ~ 10.53 2.77 8-18
Mothers age at time of assessment 37.53 7.01 28-53
Fathers age at time of assessment  41.35 9.83 33-41

Children’s behaviour and HRQOL

Child behaviour was within the normal range
(total SDQ score <13) and did not significantly
differ from UK norms (Meltzer et al. 2000)
(Table 2). However, mothers reported the
child’s HRQOL to be significantly lower than
population norms (Upton et al. 2005) (Table 3).

Demographic variables associated with
child HRQOL

Higher SES was significantly correlated with
better child school (r=0.63, n =19, P < 0.05)
and psychosocial functioning (r= 0.50, n = 19,
P < 0.05), and total HRQOL scores (r = 0.58, n
=19, P=0.009).

Impact on family finances
Travel to treatment centres (n = 22) Frequency
of hospital visits ranged from once a month (n
= 11), once a fortnight (n = 7) to more than
once a week (n = 3) (not reported n = 1).
Seven families made other appointments for
additional problems.

Families travelled between 0 and 30 miles
(n =18), 31-50 miles (n = 2) and over 100
miles (n = 2) to attend treatment centres; in
their own cars (n = 14) or by public transport
(bus; n =7, other; n = 1). One family travelled

Table 2. Means and SD for SDQ and comparison
with UK normative data

SDQ total scores

Mean SD Mean SD
Mother report  Healthy UK norms
(n=22) (n=10298) t
Total SDQ
score 11.00 696 84 5.8 1.75

SDQ, Strengths and Difficulties Questionnaire.

Table 3. Means and SD for PedsQL and comparison
with UK normative data

PedsQL scores

Mean SD Mean SD
PedsQL Mother report Healthy UK
dimensions  (n=22) norms (n = 665) t
Physical 66.52 21.76 89.06 12.27 -2.59*
functioning
Emotional  73.64 22.66 7829 1554  -3.26*
functioning
Social 77.60 19.87 86.82 1542  -2.22*
functioning
School 60.86 27.53 81.52 16.09 -3.59*
functioning
Psychosocial 68.33 19.70 82.21 12.67 -3.37*
functioning
Total PedsQL 69.06 18.12 84.61 11.19 -4.11%*

score

*P < 0.05; **P < 0.001.
PedsQL, Pediatric quality of life.

Continues on page 14 =
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Continues from page 13

over 100 miles by bus once a month for
treatment.

Where families travelled further than
30 miles for treatment, mothers reported
significantly lower child emotional (U = 12.50,
P =0.042), social (U = 10.00, P = 0.025),
and psychosocial functioning (U = 10.50, P =
0.026), compared with children travelling 30
miles.

Financial costs (n = 20) Eleven mothers
reported no change in financial concerns
since the child’s diagnosis. Six reported greater
concerns and three felt that finances had
improved. One experienced financial costs
due to home alterations to accommodate the
child’s health needs.

Excluding mothers who reported no
change in financial concerns, those with
greater financial concerns reported significantly
poorer child total HRQOL (U = 0.00, P = 0.020)
compared with those whose financial concerns
had improved.

Financial support for child (n = 21) Most
families (n = 15) had applied for child Disability
Living Allowance (DLA) since diagnosis. Nine
were currently receiving a care allowance for
the child, two applications were pending, and
one had been unsuccessful (n = 1). One family
had applied for Mobility Allowance but was
unsuccessful.

Of these 15 families who had applied for
financial support, information about possible
benefits was provided by hospital staff or social
workers (n = 10) or friends and relatives (n =
5). Seven had received help from hospital staff
with completing DLA forms. Other support
included Family Tax Credit (n = 8), or Income
Support (n = 1). Three families had received
financial support (travel, clothing, and holiday
grant) from a charitable organization.

Discussion

According to mothers, children with TM in
the UK experience considerably compromised
HRQOL compared with population norms.
There were no differences however, in
emotional and behavioural functioning at
home compared with healthy children. Poorer
child HRQOL was associated with lower SES,
greater travel distance to treatment centres,
and greater family financial concerns.

There were no differences in HRQOL for
those who had undergone BMT although
this is likely to reflect the small sample size;
indeed, a recent study from Hong Kong has
shown a significant improvement in QOL

of transplanted TM patients compared with
treatment with regular blood transfusions and
iron chelation (Cheuk et al. 2008).

Thalassaemia Major poses a considerable
challenge to child HRQOL. While this has
previously been well documented in areas of
the world where TM is prevalent, our study is
unique in emphasizing the comparable burden
experienced in the UK, despite the availability
of free medical treatment and financial
benefits.

Limitations include the relatively small
sample, and reliance on mothers’ reports. The
incidence of TM in the UK is necessarily low
and therefore accrual of large samples will
be difficult. We acknowledge the potential
role of fathers in caring for a sick child
(Wysocki & Gavin 2004), and had wanted to
involve fathers in the study. Unfortunately,
questionnaires were completed by too few
fathers to allow meaningful analyses.

Also, we focussed on children aged
8-18 years and results may not therefore
be representative for younger children. It
is important to involve children themselves
especially in assessments of HRQOL. Our
sample was old enough to complete
questionnaires (mean age = 10.53, SD 2.77),
but an insufficient number of questionnaires
were collected. This was partly a reflection of
mother’s reluctance to involve the child.

A further limitation relates to use of
measures (PedsQL and SDQ) developed in the
US and UK, respectively, but not necessarily
sensitive to assess HRQOL in ethnic subgroups.
We compared mean scores with population
norms, but these norms would not necessarily
be sensitive to specific HRQOL issues.

Clinical implications

Families caring for a child with TM in the
UK could benefit from better information
about care allowances, more assistance with
accessing financial support for children, and
better arrangements for hospital transport.
This may be especially important for more
socially disadvantaged families who are likely
to experience the greatest financial impact.
Attempts to alleviate the impact of financial
concerns and hospital transport specifically
are likely to have direct implications for child
HRQOL.

Summary

Children with TM in the UK experience
compromised HRQOL although child behaviour
is comparable to population norms. Families

with lower SES and financial concerns are

at greatest risk. Despite free NHS treatment,
families reported a range of financial concerns.
Social workers need to be alert to the specific
needs of this population.

Key messages

e Children with TM in the UK are at risk of
compromised HRQOL, despite availability
of NHS care.

e Financial concerns associated with TM are
associated with poorer child HRQOL.

o Families caring for a child with TM in the
UK would benefit from better information
about care allowances, more assistance
with accessing financial support for
children, and better arrangements for
hospital transport.
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Carrying Alpha Zero Thalassaemia
— a mother's story

My name is Jaycey Wong. | live in Ireland
with my husband, Justin Tuck Lung Lye.
We are originally from Malaysia; | came
to Ireland to study in 1999 and Justin
followed me here a year later. | am

an accountant/auditor by profession

and Justin is also training to be an
accountant.

We were married in 2006 back
in Malaysia; and at that point we
were both diagnosed as carriers
of alpha zero thalassaemia.

As we were there on holiday

however, we did not receive

any counselling or information.

At that time we were not aware

that there are different types of
thalassaemia and thought that

this was the same as being beta
thalassaemia carriers. We were relying

on our family members (in Malaysia)

for information as they were talking to
the doctors back home. One morning my
father informed me that Justin and | will
never be able to have a healthy child as
the baby would “turn into water” and die
in the womb. We were devastated. All |
could think of was that | have planning
for years and preparing myself to have a
child by learning to cook and keep house;
and now | will never be a mother. My
husband comforted me and told me that
we should put our trust in God and pray
for a solution.

While trying to research the condition
on the internet, | came across the UKTS
website. | got in touch with Elaine Miller
there and she sent me some accurate
information about alpha zero thalassaemia.
Elaine also referred me to the National
Centre for Medical Genetics in Dublin,
where we were able to receive specialist
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By Jaycey Wong

Christopher Wong 15 weeks

genetic counselling. From this information
| found out that in fact the chance of the
baby dying in the womb is only 25% so
there is a chance we could have a healthy
child.

After a lot of thought and prayers,
Justin and | decided that we should try for
a baby and in 2008 | became pregnant.

I was sent for a test during pregnancy
(chorionic villus sampling) which would
determine whether the baby was affected
or not. You can imagine my feelings on
taking this test. (In fact | cried so much
that the doctor and nurse were also

...continuing the fight against Thalassaemia

upset!) To add to the stress we were
going through, the results of the first test
were inconclusive and we had to have

a second test. By the time the test

results finally arrived Justin and | were
so worried that we could hardly
believe the good news - our baby
had not inherited the alpha zero
thalassaemia from both of us;
but would be a healthy carrier
like ourselves. | got down on my
knees and thanked God from
the bottom of my heart. Despite
this wonderful news however, |
still had some doubts; what if the
test result was wrong? | prayed
throughout my pregnancy for a
successful outcome until, to our
eternal joy, our son Christopher was
born a healthy 3.73 kg, on 7th June
2009 in Rotunda Hospital, Dublin.

I would like to say a few words of
thanks to UKTS for their help and support
throughout these last few difficult years.
Elaine has been an understanding and
patient counsellor and friend. | felt that |
could talk to her about my feelings that |
could not share with other people. If she
had not given us the correct information
or referred us to the National Centre for
Medical Genetics we might never have
tried for a baby. My relatives in Malaysia
had very limited information to pass on
to us and what information they did pass
on was not accurate; so | really feel that
there is a low awareness of thalassaemia
even among people who are affected. The
work of the UKTS in raising awareness and
giving the right information to affected
people is so important and Justin and |
thank the Society very much for being
there in our hour of need.

(1)
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New Arrival in the Khan Family

Tanver Khan with daughter

Well, I'm a proud father again — and it’s all
thanks to the hard work and efforts from all
my friends from the UKTS to the staff past and
present at the Whittington Hospital, through
to NEBATA, and not forgetting of course the
Leeds IVF clinic and Bradford Royal Infirmary
Hospital - oh and let's not forget Fouzia (!!)
my beloved wife without whom none of this
would have been possible!! Oh and let’s not
forget my friend DES — or Desferal to you all!!
Without this | would not be here and certainly
not have a family - as Dr Wonke once shouted
to me to drill it in “GET YOUR IRON DOWN *“
and anything is possible.

From the frozen cycle we had in storage,
two embryos were put back into Fouzia and
after a 2 week period (the black hole period as
| call it) the blood tests confirmed that she was
pregnant. This pregnancy did cause some new
challenges for us in that Fouzia developed
gestational diabetes. This proved a difficult
task for Fouzia in that she had to be on insulin
and manage her blood sugar levels. Anayaa
did not move much during the pregnancy and
kept to one position in the womb. She was
lying across and it was difficult to have scans
etc confirming all is well so a few sleepless
nights along the way. On the final scan it was
confirmed we were expecting a baby girl and
Fouzia decided on the name which | agreed is
very beautiful and means “graceful”.

Anayaa Sultana Khan was born on the 7th
December 2009 and weighed 6lb 60z. Having
had the experience with Abdur-Rehman
when he was born we knew our fears of
before, and these were realized when Anayaa
developed jaundice. Thankfully it was not as
intense as Abdur-Rehman’s and phototherapy

By Tanver Khan

worked. After a period of 7 days in hospital
the homecoming beckoned. Sunday night

at the Khan home was very busy with family
round to help out on her first night. Fouzia's
sister had specially flown over from Norway to
stay with us during the first month. She has
been a great help and became very attached
to Anayaa.

My eldest daughter Kainat and son Abdur-
Rehman Khan are both very happy with
Anayaa - they love her and my three year old
son has taken to her and is forever kissing her
and ordering mum to feed her and look after
her. He's very happy and not jealous in any
way!!

What | would say is that anything is
possible but you need to have help and have

the treatment work for you. To me marriage,
having children etc was at one point in my
life very, very distant and something that was
mentioned as being not possible. Well there
you have it, it is possible and | have done it.

I only wish that Costas (Kountourou) was
here to see her as he was very happy when
I told him about our impending arrival when
we met at the last UKTS conference in June
2009.

It is hard, juggling everything, the blood
transfusions, work, family , family feuds etc,
friends. | feel | have less energy now and am
always wanting 4 units of blood each month
just to keep me going!!

Take care everyone and hope to see you
soon.”

Anyone for Tennis
— in aid of thalassaemia!

UKTS members Mrs Marilyn Hau and
her daughter Alex organised a tennis
tournament in aid of thalassaemia;
which was held on 16th September
2009 at the David Lloyd Leisure Centre,
Basildon. Raffle prizes were very kindly
donated by; Hollywood Bowl, Chicago
Rock Café, Nando’s and tennis coach
Joe Drew. Grateful thanks also go to
the David Lloyd Centre for donating the

use of their facilities and to Chef Assad
for the delicious lunch. The tournament
was won by Claire Marshall and Annie
Mooney; pictured with their prizes of
wine and Wimbledon towels!

Our very grateful thanks to Marilyn
and Alex for organising this event, which
raised £690 for the UK Thalassaemia
Society.
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A tribute to

Steve and Anna Duckworth

Anna Duckworth, a much loved
member of the thalassaemia
community in Bradford, sadly passed
away in July 2009. This tribute is from
her husband Steve.

Anna was born in Stylos near Famagusta,
Cyprus. Her family came to the UK and
settled in the Bradford area in 1975; since
when she attended the Bradford Royal
Infirmary for her thalassaemia treatment.

| thank God that circumstances brought
Anna’s family to Bradford or | would never
have met and married my darling wife

in 1993. From that day forward, | could
not have wished for a more loving or

special person to share my life. Anna was
a bright star. She loved everybody and
everybody loved her; she called everyone
“Dali-mou” (my darling) and was always
surrounded by fun and laughter. Anna was
tiny; but her vitality and zest for life were
enormous. She had tremendous courage
and kept smiling and got on with life
even when she was in pain. She loved her
home, her garden, good clothes (which
she wore with great flair) and her charity
work. One of her proudest moments was
when she became a Godmother (Noona)
to her niece, her namesake Anna. Anna
was devoted to both her nieces Anna and
Alithia. She will be missed so much by her
adored mum Panayiota, her family and
her many friends. She devoted her life

to looking after her mum and husband.
As for me.... | was the luckiest man in
the world to be married to her. My lovely
Anna, you were my life, my love, my best
friend. Thank you for your precious love,
the wonderful memories and for our life
together. | miss you so much, your radiant
smile, your infectious deep laugh, your
beauty and the little things we shared like
having a nightcap of Baileys together! But
I know you are at peace with the Lord and
| know | will see you again. God bless you

Anna Duckworth (6.4.62-18.7.09)

forever Anna, for all that you were to me
and to everyone around you. XiAia ®iAia
(1000 kisses).

Anna just “fell asleep” and woke in the
arms of Jesus.

A special thank you to Pastor Philip
Dyson, all our friends on Ward 7 at BRI:
Tanver, Tahir, Ahmer, Robert, Nahim,
Noshaba, Shaista, Adil; also Dr Adrian
Williams, Sally, Catherine, Donna, Christine,
Sue Smith, Mucha Mandara, Sobia Khan,
Mavis Durant and all the nurses and
doctors who looked after Anna; and all our
friends at UKTS.

And from Anna’s friend and
fellow thalassaemia patient
Tanver Khan:

Anna was a great tower of strength, a
warm, lovely woman who | became very
good friends with at the hospital. The bed
in the day unit is so very empty without
her now and the day unit is so cold
without her. | miss her so much. She was
my friend, my blood buddy with whom

| used to laugh and chuckle about those
who looked after us. | miss you Anna, you
will remain in my heart for as long as |
have blood.

New Thal Awareness and Support Group

UKTS Coordinator meets the group at
OSCAR Birmingham, Jan 2010

This new support group is being setup by
thalassaemia major patients Abdul Alim,
Balbinder Kaur and Tayyab Rashid; in
partnership with UKTS, OSCAR Sandwell
and OSCAR Birmingham. Our aim is to
support patients and reduce social isolation

Thalassaemia Matters

in a culturally sensitive manner within
diverse communities in the West Midlands
and beyond.

We feel that there is not enough
awareness about thalassaemia and we
would like to raise more awareness within
the wider community, targeting particularly
the Asian community. We will also work
towards increasing awareness amongst
health care professionals, voluntary and
statutory agencies. We also want to
support people living with the condition,
their carers, families and those who have
the trait. We want to empower them to
manage their circumstances in the best way
and to not feel alone and helpless. We will
also be promoting screening (blood test)

where people can be tested to find out if
they are thalassaemia carriers.

We will be supporting patients and
carers by sign posting them to other
services for advice and information. \We
want to form a support group where
individuals can come to socialise and share
their views and experiences.

You can contact us via our email
address: thal-awareness-and-support-
group@hotmail.co.uk

We will soon have our Facebook
account active where we will be raising
awareness and supporting people
associated with thalassaemia. Kind regards

Abdul, Balbinder and Tayyab

...continuing the fight against Thalassaemia
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Jhdl (GoesYodher
@ SCATS  saturday 15 May 2010
Red Carpet Event Not To Be Missed!!

This Event Includes:

* Welcoming Drink %
* 3 Course Meal x
* Presentation of Oscars on the night *
* Disco/Live Entertainment %
* Raffle Prizes %

For more information either contact Preeti by email: preetidha36@hotmail.com
For information about tickets contact the UKTS

Tickets now available from the UKTS office

congratulates
Sonoo
Malkani

We are delighted to announce
that Mrs Sonoo Malkani

(2nd from right in purple

sari), a lifetime member and
representative of UKTS, won the
Harrow Heroes for Partnership
Volunteer award for 2009. The
award was presented on 14th
October 2009 by the Mayor of
Harrow, ClIr Eric Silver.

& www.ukts.org
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Recent Events &

- Our most grateful thanks to all our
donors for their generosity.
e e I n g S In memory of Costas Kountourou
Anon £10.00

14 September 2009 — Trustee meeting of the Champions Conference, Leeds — Attended by Mr P. Boxer £30.00
Genetic Interest Group —Attended by UKTS UKTS Coordinator Elaine Miller Celebration Dinners Ltd £100.00
Coordinator Elaine Mille 13-16 November — 19th International Mrs T. Delgado _ £30.00

e 22 September 2009 — Public Outreach meeting Conference on Oral Chelation, London Edmonton R“““'_“g Cl.ub £100.00
in Tower Hamlets, London E1 — Attended by — Attended by UKTS Vice President Dr Christos Mr & Mrs P. Garibaldinos £25.00
UKTS Coordinator Elaine Miller Sotirelis, Trustee George Constantinou and Asst Mr & Mrs M. Georgiou £50.00

o 25 September 2009 — Launch of Ferriscan Coordinator Katerina Loizi-Read 2I|r P.dGero:ll(::aes_l — - g;:)gg
Rapide, Whittington Hospital, London N6 19 November 2009 — Meeting with erle; Islanv Ka TI: (irom funeral) '£50.00
—Attended by UKTS Coordinator Elaine Miller representatives of the Taiwan Thalassaemia M: : Per:cl.eot:lsu ayev £50.00

e 7 October 2009 — UK Forum on Haemoglobin Sogety _—An‘end.ed by U_KTS 0 e5/der_7t e S Mr & Mrs Y. Polydorou £50'00
Disorders Academic Meeting (presentation) Mike Michael, Vice-President Dr Christos Sotirelis . g
_ 3 o M and Coordinator Elaine Miller

Attended by UKTS Coordinator Elaine Miller . Mr AP. Adams £20.00
o 7 October 2009 — Meeting of Giants Group 21 November 2009 — Board meeting of the Prof. E. Anionwu £100.00
of London (presentation) — Attended by UKTS Thalassaemia Internanongl Federgtlon, 'London ' Mir C.D. Arian £15.00
; : — Attended by UKTS President Mike Michael, Vice ]
Treasurer Bharat Nathwani and Coordinator : yh el . v Anon £30.00
Elaine Miller President Dr Christos Sotirelis, Asst Secretary Nina .
Demetriou and Trustee George Constantinou Anon £545.00
e 8 October 2009 — Meeting on “Managing Mr A. Bashir £20.00
Medicines in Schools” Dept of Children, Schools 24 November 2009 — FunMed Lecture BNI Grou £340.00
) . P
and Families — Attended by UKTS Coordinator presentation (Medical Students, Barts & the Mr & Mrs Christodoulou £100.00
Elaine Miller London Hospitals) — Attended by UKTS member - —
N High Commissioner for the
eelam Thapar .

16 October 2009 — “Improving the patient Republic of Cyprus £500.00
journey” meeting —Attended by UKTS Vice 30 November 2009 — National Conference for Delta T Devices Ltd £150.00
President Dr Christos Sotirelis and members School Nurses, London (presentation) —Attended Mr & Mrs Dixon £25.00
Ahmer Bashir and Noreen Khan by UKTS Coordinator Elaine Miller Mr S.H, Donde £10.00

o 4 November 2009 — Steering Group Meeting, 1 December 2009 — Consultation meeting, Mr P. Dukari§ £200.00
NHS Sickle/Thalassaemia Screening Programme Human Fertilisation & Embryology Authority Mr A. Gandhi £100.00
— Attended by UKTS Vice President Dr Christos — Attended by UKTS Coordinator Elaine Miller Mr S. Gandhi £200.00
Sotirelis & Coordinator Elaine Miller 15 January 2010 — Meeting with OSCAR g :lsnt:‘ :iurr(:]uni :fl;.:ol:(deor: f:1f;|]g(11 gg

4 November 2009 — AGM of the All Party Birmingham — Attended by UKTS Coordinator -

. : G TV Mrs P. Hanney £25.00
Parliamentary Group on Sickle Cell & Elaine Miller

Thalassaemia — Attended by UKTS Coordinator . Mrs VT Hanney _ £25.00
Elaine Miller 26 January 2010 — Haemoglobinopathy nurses Harlington Community School  £550.00
working group — Attended by UKTS members Mrs M. Hau £690.00
¢ 10 November 2009 — Community Health Sobia Afridi and Yasmeen Akhtar Mrs K. Howells £20.00
Mr C. Kantaris £1,025.00
Mr A. Katsouris £50.00
Mr P. Kyriacou £50.00
M.A. Healthcare Ltd £100.00

The Editorial Committee reserves ”" TS we'com es
Mrs S. Manzur £10.00
the right to alter any articles for NEW-MEMBEBS Millennium Greek Band £200.00
publication where necessary and ceceees Apnual - NalYVesl Bank £250.00
accept a'nd reproduce or copy on Mrs Sofia Nicholas Oxfizz £167.80
good faith. Mr & Mrs Petrou £30.00
EEEEREEEN ¥ /- IR Mr D. Popat & family £350.00
Neither the Editorial Committee or Mr Ahmer Bashir Dr & Mrs Pippard £25.00
the Society accept any responsibility Mrs Afia Begum Mrs. D. Ptohopoulos £50.00
for any inaccuracies or omissions. Mrs Pasqualina Christodoulou Dr R. Ranger £90.00
Ms Nadia Hussain Rotary Club of Edgware & Stanmore £200.00
The views expressed are not Ms Tina Sharma Mr & Mrs Soni £45.00
necessarily that of the Society. Mr Vangelis Tangopoulos Dr R.P. Tahalani £60.00
Ms Maddalena Tonpi TRI Contracting Services £859.44
Mr & Mrs Zachariadies £100.00
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membership application form

UK Thalassaemia Society, 19 The Broadway, London N14 6PH
Charity Reg No. 275107

ALL DETAILS AND INFORMATION WILL BE KEPT ON OUR COMPUTERS AND WILL REMAIN IN THE OFFICE AND WILL NOT BE MADE
AVAILABLE TO ANYBODY OUTSIDE OF THE UKTS.
If you however do not wish your details kept on our computers please tick this box []
Your Personal Details Contact Details
Title (Mr/Mrs/Miss/Ms/Other): Telephone: | Home:
First Name(s): Work:
Surname: Mobile:
Address: Fax:
Email:
Are you a:
Post Code: [ ] patient [ ] Parent/Relative
_ [ Healthcare Professional [ ] Association

Occupation: [ ] Other (Please state)
Ethnic Origin:
(Optional?

Membership Required (please tick)
(] ANNUAL (£10.00) L] LIFE (£100.00) (Please make your cheque payable to U.K.T. Society)

If you are a patient or parent of a patient please complete the section below

Designed and printed by Orion Design & Print Ltd. Tel: 020 8351 3222 Email: Sales@0rion.gh.com

Patient’s Consultant's

Name(s): Ve

Date of Birth: %gg;lﬁl(’;ﬂrg’s

Sex: [ ] Male [ ] Female GP's Name:

Type of thalassaemia: (e.g. Major, Intermedia, Haemoglobin H etc) Address:

Hospital _

where-treated: Telephone:

Address: Blood Transfused (please tick)

[ ] Whole [ ] Washed [ ] Frozen [ ] Filtered

Chelation (please tick)
[ ] Desferal ~ [] Deferiprone  [] Desferal & Deferiprone

Transfusion Units received at Blood
Frequency: each transfusion Type
OFFICE USE: Date Paid Receipt No Approval Date




