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In this issue . . . 

The Platelet is the journal of The ITP Support Association. The Platelet is copyright and may not be copied, quoted or 
reproduced without written permission of the copyright holder.  Articles in The Platelet represent the opinion of the 
writer, or writers, and not necessarily those of The ITP Support Association.  Whilst every eff ort is made to ensure the 
accuracy of information, responsibility for omissions or errors can not be accepted by The ITP Support Association, its 
personnel or medical advisors since circumstances and particulars vary from person to person. The Platelet is available 
free of charge to all readers on The ITP Support Association mailing list. It may not be sold.
The ITP Support Association is a registered charity which promotes and supports the general welfare of patients, and the 
families of patients, with Immune Thrombocytopenia. The Association aims to assist in funding approved ITP research 
projects, advancing the understanding and treatment of ITP in co-operation with the medical profession. 
The  ITP Support Association is primarily run by volunteers, with just one part-time paid worker.  It is non profi t-making 
and relies upon subscriptions, donations, bequests and fundraising by friends of the Associaton to enable its operation 
and to fund vital research into ITP.  All donations are gratefully received and acknowledged.
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In particular I draw your attention to Professor Newland's 
call for volunteers to assist The ITP Support Association (pg 
4). As us older volunteers retire (see Michael's tribute on pg 5) 
we need some enthusiastic younger ones to take our place! 
Do give it some serious thought and let us know if you think you can help.

A 'must read' are the four excellent patient stories in this issue, one of which is beautifully 
written by a 10 year old giving us her view of living with ITP (pg 11). If you think France 
might have the answer to first class healthcare 
Heather Bruce enlightens us on pg 12!

In the American Perspective (pg 6) Dr Cindy Neunert 
writes about new drugs for ITP. Those of you who attended 
the ITP Convention in October had the opportunity to 
meet Dr Neunert in person, and you can read a review 
of the Convention on pg 20. Rhonda Anderson's article 
on pg 32 tackles  the topic of whether diet can cure 
ITP which was raised in questions at the convention.

Dr Quentin Hill gives an update of the ITP Forum, 
(the working group of health professionals with a 
special interest in ITP) on pg 34. He mentions the recent 
meeting of the ITP Nurses' Forum which is reviewed 
by CNS Siobhan McGuckin (pg 28) and an ITP patient,  
my son (pg 24) – who confusingly for his parents now 
calls himself by his second name Will instead of Nev!

 

In this issue . . . 

Front cover photos: 
Jasmine Allan (see pg 10)

Chloe Oliver at  Paris Disneyland Half Marathon

Nick Smith in the London Triathlon
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Following a number of successful 

meetings in 2018, the Association is 

hoping to develop more local interaction 

with patients (and their carers) in 2019.

The local meetings held this year, 

ranged from small 

mini conferences with 

2-3 speakers to more 

intimate gatherings 

in member’s homes, 

sometimes with a 

clinician present to 

answer questions about 

the disease and the 

patient’s experience 

of it. They were all well 

received and we would like to organize 

more of them in the coming year but 

on a much wider geographical basis.

To achieve this, we are asking for member 

volunteers. They could help by hosting 

a local support meeting or by getting 

more involved. In particular, we hope 

to develop a small group of interested 

members to provide advice and support 

to the Association and the Trustees. For 

example, they could help shape the Annual 

Conference by proposing topics to be 

covered or by suggesting other ways of 

helping and contacting members.  Everyone, 

including those who volunteer to be hosts 

and advisers, may be able to advise on local 

fund-raising opportunities. This will help 

raise the profile of the 

Association and the 

disease, and the money 

raised will be used to 

run the Association and 

fund research into ITP.

We appreciate 

how busy everyone’s 

lives are nowadays, 

and so would do 

everything possible to prevent these 

roles becoming too time consuming. 

We think that the advisory group could 

meet electronically or when they would 

meet anyway such as at the Annual 

Conference. And all these developments 

will be actively supported by the local ITP 

Clinical Centres and the Association itself.

If you are interested in becoming involved, 

please contact Mervyn Morgan (mervyn@

itpsupport.org.uk) for further details.

Call For Volunteers!
Professor Adrian Newland CBE (Chair of the Trustees)

and Xenia Norman (Trustee)

 "we hope to develop a 

small group of interested 

members to provide 

advice and support 

to the Association 

and the Trustees."

Michael with Frank Watson 2011
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Michael Levy, a retired 

chartered accountant, was 

our fourth ITP treasurer, and 

what a find he was! I counted 

myself and the ITP Support 

Association so extraordinarily 

lucky to find someone of his 

calibre and experience to fill 

this voluntary post and oversee 

the accounts at a time when 

our charity had expanded 

considerably. Eight years later, 

having reached the age of 80 Michael has 

decided it is time to hang up his ITP hat.

I will be ever grateful to Michael for all his 

advice, support and friendship during his 

term of office. A big thank you goes to his 

wife Wendy 

too, as she 

often helped 

out behind 

the scenes 

particularly if 

Michael had 

computer 

problems.

Although Michael doesn't have ITP and 

only heard of it through me, he has been 

the most active treasurer and trustee we 

have ever had. During 

his eight year term of 

office The ITP Support 

Association sponsored 

many research projects, 

and bought the land and 

materials outright to erect 

ITP headquarters. Michael 

ensured that we never 

overspent our budget, 

and it has been a fantastic 

achievement for our 

small charity that we managed all this 

expenditure with no debts or mortgage.  

Michael's diligence in so carefully looking 

after the generous donations and fundraising 

events of ITP members and friends has 

left the ITP Support Association is in an 

excellent financial position for the future.

Shirley Watson

Tribute to Michael Levy
ITP trustee and honorary treasurer 2010–2018

Shirley & Michael on the ITP HQ site 2014

Michael with Frank Watson 2011

Michael Levy
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 Whenever drugs are fi rst developed 
they are tested in the patients who seem 
to have the greatest need and potential 
benefi t.  In ITP this is usually the group 
of patients who have lived with ITP for 
a very long time or those who have 
tried many diff erent treatments without 
success.  This is ultimately how agencies 
arrive at “licensing” drugs for use.  It also 
determines what drugs become available 
and to which patients.  Sometimes this 
can make it diffi  cult, if not impossible, to 
obtain drugs if you do not meet the right 
criteria from the original research trials.  

Most of the second-line medications that 
we use in ITP are only tested in the setting 
of chronic or refractory disease at fi rst.  For 
example, the fi rst reported trial of rituximab 
for ITP was 2001 and it was not until 2010, 
that a study looked at treating patients 
with newly diagnosed ITP with rituximab 
in combination steroids.   A similar story is 
true for the testing of the thrombopoietin-
receptor agonists (TPO-RAs).  All of the 
original major trials for both eltrombopag 
and romiplostim in adults and children have 
been conducted in patients with at least 3 
months of ITP and who have failed at least 

one previous 
treatment and 
continue to have 
a signifi cantly low 
platelet count.  
The fi rst studies 
of eltrombopag and romiplostim were 
conducted in 2007 and 2008, respectively.   
Only more recently, in 2014 and 2017, 
have two trials been published using 
eltrombopag for initial treatment of ITP. 

Learning the best time in a disease course 
to give medications can be challenging.  
First, we have to look at the side eff ects 
and decide if perhaps there are drugs with 
fewer side eff ects that should be tried fi rst 
because they are safer.  Second, we need to 
evaluate the eff ect of drugs on all aspects of 
a disease.  Perhaps a particular medication 
would be really good for patients early in 
the disease who need an improvement in 
their quality of life despite not having a 
platelet count low enough to have gone 
on to the clinical trials.  Lastly, we need to 
determine if there is a reason to think that 
medications may have a benefi t if given 
early and used as prevention of chronic 
disease, as mentioned above for rituximab. 

American Perspective

New Drugs for ITP- Why wait?

Dr Cindy Neunert MD
Columbia University Medical Center

Dr Cindy Neunert
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When we look at the TPO-RAs and ask 
these questions we can see that perhaps they 
too may have a role early in the course of ITP.  
The current studies show that for the majority 
of patients they are well tolerated and may 
avoid drugs with potential side eff ects. They 
may have an impact on quality of life if they 
can reduce fatigue and improve bleeding 
symptoms.   It is yet to be determined 
if this profi le merits using them before 
corticosteroids which are far less costly, 
however any patient who has been on a 
course of steroids will likely be able to refl ect 
on the side eff ects that they experienced and 
the negative impact this had on them.   It 
might also be that these drugs will work up 
front when combined with steroids in order 
to prevent chronic disease.  This was the goal 
of one study combining eltrombopag with 
dexamethasone up front in a small group of 
patients with ITP.   In this small study of 12 
patients, 75% had a platelet count over 30 (x 
109/l) at 6 months.  There was no comparison 
group, however this is higher than response 

rates at 6 months with dexamethasone alone.  
The small number of patients does not allow 
us to have an answer to this question yet, 
but it did show that this approach is safe.

As doctors we all know that patients with 
ITP can have diff erent concerns regardless 
of how long they have lived with ITP.  The 
use of medications should be based not 
only on how long someone has had ITP 
or what their platelet count is, but also on 
consideration of other factors such as their 
quality of life and symptoms.  In a review of 
over 200 patients receiving eltrombopag, 30 
patients had ITP less than 3 months before 
starting eltrombopag.  In our pediatric study, 
18% of children receiving a TPO-RA had ITP 
for less than 3 months.  Additional studies 
are needed to look at the potential value 
of using “second-line” treatments earlier in 
the course of ITP, with the goal of improving 
health-related quality of life, avoiding side 
eff ects, and more benefi ts, and possibly 
preventing the occurrence of chronic disease. 

777777

RAISE MONEY FOR ITP WHEN YOU SHOP ON LINE
at no extra cost to you!

  

You shop directly with the retailer, same goods, same prices, but by signing up (for free) on 
Easy Fundraising and Amazon Smile a 0.5 percentage of whatever you spend comes directly to 
ITP at no extra cost to you. 

Go to www.easyfundraising.org.uk/causes/itpsupportassociation  and use the links on the 
easyfundraising site to take you to your chosen retailer. You'll get access to hundreds of exclusive 
discounts and voucher codes.  Join the 53 supporters who have raised £518 for us so far!

Go to https://smile.amazon.co.uk/ and enter ITP in the search box to sign up to supporting our 
charity whenever you shop on Amazon.
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As you read this, we will be in the run-

in to the Christmas festive period, so 

from us all at the ITP Headquarters 

have a very Happy Christmas. 

Convention

In October we held the Annual ITP Patient 

Convention. A big thank you to everyone 

who attended and supported this event. 

We would also like to thank the sponsors 

of the UK Convention, Novartis, Amgen, 

Principia and Rigel, as without their help the 

Convention would not have been possible. 

More Ways to Donate

If you are looking to donate to the ITP 

Support Association there are now several 

options available, you can donate via the 

donate buttons on our Facebook page or 

even go to our Facebook page and setup 

your own fundraising page. We have also 

recently joined Amazon Smile, if you are 

making a purchase using the Amazon Smile 

platform you can select the ITP Support 

Association and Amazon will donate 0.5% of 

the net purchase price to the Charity. These 

options are in addition to our BT MyDonate 

page and the facility to donate to the 

Association when you become a member 

online. There is further information about 

all the ways to donate on the Fundraising 

page in this edition of the Platelet.

New Website Sponsorship

We are pleased to announce that both 

Principia and Rigel have agreed to sponsor 

the website for a 12-month period.

Partnership Prospectus Published

We are also pleased to announce the 

publication of the ITP Support Association's 

Partnership Prospectus for 2019/20. This 

document helps to explain the tremendous 

reach of the Association (the only UK ITP 

patient support charity) and opportunities 

that are available for collaboration with 

potential partners such as sponsorship 

for items such as the 

Website, Platelet 

newsletter and our 

booklets. In addition, 

there are opportunities 

for partners to work 

with us at events such as 

our Annual Convention. 

To download the 

Partnership Prospectus 

visit www.itpsupport.org.uk. If you would 

like a hard copy of the prospectus email 

info@itpsupport.org.uk with your details.

ITP Pocket Log

At the recent ITP Convention, I made a 

short presentation about the ITP Pocket Log 

and the progress that has been made since its 

Round up from ITP HQ
by Mervyn Morgan, CEO
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Question Yes No Don’t know 
or skipped

Q13 Have you ever been pushed into an unwanted treatment 11 234 0

Q14 Have you ever been refused a treatment you wanted 10 232 3

PUBLICATION CORRECTIONS
 The Convention programme included a quotation from Professor Sir John Lilleyman in 2001 

stating that 'the ITP Support Association 'has begun to gather suffi  cient funds to support 

important research'. Unfortunately the date of the quotation was omitted and we wish to 

clarify that The Association has been funding such  ITP research projects for the past 17 years. 

The 'yes' and 'no' answers of questions 13 and 14 of the ITP Centre Survey chart on page 11 of 

the September 2018 Platelet  had been inadvertently switched producing somewhat alarming 

results! The correct numbers for the responses are as follows:-

launch in 2017. Since the app went live there 

have been over 400 downloads plus some 

excellent feedback. We 

are now looking to ITP 

Pocket Log Version 2, 

so if anyone has any 

ideas for new features, 

they would like to see 

in version 2 please 

email your ideas to 

info@itpsupport.org.uk. 

Thank you, Michael Levy

Since the last edition of the Platelet 

we have also seen the retirement of the 

Association's Treasurer Michael Levy. I 

had the pleasure of presenting Michael 

with a small gift of appreciation at the 

recent Convention thanking him for his 

help and support during my time at the 

Association, Michael's contribution has 

been immense. Thank you, Michael. 

CHRISTMAS APPEAL

Please help us to continue our work…

…by making a donation today!



10

When I fi rst got ITP I was 8 years old and 
I was like ‘Why did this happen to me?’. I 
understood what was going on and that 
my platelets were very low but I didn’t 
understand why I’d got it. My life became 
very up and down and up and down…

One of the worst things 
about having ITP is people 
at school kept asking 
me questions about my 
bruises and then when I’d 
tell them it was ITP they’d 
ask me what that is. So 
many questions that I had 
to try and answer when I 
wasn’t feeling well. One day 
Mummy came into my class 
to explain to everyone what 
was going on but people 
forgot after a while and the 
questions came back… Why have you got 
purple and green bruises? What is ITP? Is it 
contagious? Should you be locked away in 
a bubble? Shouldn’t you be at home? How 
long do you have to stay at home for? 

ITP made me feel really tired and rubbish 
about my life. It feels like every bad thing 
happens to you…. you compare your life 
to everyone else’s all the time. When they 
have a bad day you think ‘Well it can’t be 
that bad because you don’t have ITP’.

I had to miss school each time I was 
poorly – it was actually kind of cool chilling 
out at home but painful at the same time. 
I’d go back into school and everyone would 
tell me what fun things I’d missed, which 
made me feel like the world was ganging 

up on me and making 
me poorly at the wrong 
time. Then I fi gured out 
that any time is the wrong 
time to get poorly... when 
it’s the school holidays 
its annoying because all 
I wanted to do was play 
but all I could do was sit 
around and watch TV.

The thing I HATED THE 
MOST was the blood 
tests…in the morning 
when we’d go to the 

hospital I’d be thinking ‘Why are they giving 
me another blood test when they know 
I’ll recover really easily?’ The doctors and 
nurses were nice but I would feel really 
nervous because every time it felt like a 
diff erent pain rating so I didn’t know what 
to expect. Sometimes the freezey spray 
would work and other times it wouldn’t. 
I would sit on Mummy and hold on tight 
trying to watch the TV but thinking about 
my arm which would be hidden behind 
Mummy’s back. Sometimes I would breathe 

by Jasmine Allen (aged 10)

ITP & Me
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really fast till I felt faint. Afterwards I would 
feel ‘Yes – now I get a sticker! Now Mummy 
and Daddy will treat me to a doughnut!’. 

The last time I had a blood test (which 
should, fi ngers crossed, be my last time 
ever) I got a blue sour lollypop from the 
nurses which made my tongue go blue! 
Because I had a doctor’s appointment 
and a blood test I missed all of the 
morning from school. Result!!  

I had ITP for nearly two years with my 
platelets bouncing up and down almost 

every month… I haven’t had any red spots or 
bruises since May so the doctors are hopeful 
that will be the last time that they see me! I’ll 
miss going to the hospital and getting time 
off  school and the doughnuts but I won’t 
miss the blood tests and the questions.

My advice to others… look to the 
sky… whether it takes 20 years or just 1 
year to go away it probably will go away 
in the end. Good luck, be brave and get 
your parents to give you a sweet treat 
every time you have a blood test!!!

by Sheryl Coverdale

Lyla's ITP story
Lyla is 7 years old and was diagnosed 

2 years ago with a platelet count of 5 
following a sickness bug. ITP was already 
being looked into at our local hospital, 
James Cook University Hospital in 
Middlesbrough, and also Newcastle Royal 
Victoria Infi rmary, as for over a year before 
the diagnosis she had 
nose bleeds, petechiae 
and spontaneous 
bruising despite her 
lowest count being 
102. A week after her 
count of 5 her platelets 
went up to over 500! 

Her doctor and I 
believe her platelets 
still drop quite 

frequently as she get tired easily and 
still has bruises and other symptoms. 

I am completely aware how lucky Lyla 
is that her counts have been brilliant for 
over a year as I know how fast things 
can change. She is at St. Peter’s Primary 
School in Brotton and they are so helpful. 

My mum Gillian Horner 
made a shirt for her for ITP 
awareness (see photo) and 
donates 10% of her profi ts 
from selling jewellery and 
craft items in aid of ITP.

Lyla is an incredible 
girl and is always smiling. 
She doesn’t let anything 
stop her and has the 
right support to thrive.

11
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Episode 1 – The Novice

2014 was a good year. My husband and I 
had spent the year celebrating: his 75th, my 
70th and our Golden Wedding on the Amalfi 
Coast in November. Shortly after returning, 
I noticed a couple of black smudges on my 
wrist.  On my daughter’s insistence I promised 
to get it checked out the next time I saw 
a doctor.  On the 
Sunday evening, 
(why do these things 
always happen 
at a weekend?) I 
brushed the hair off 
my forehead and 
felt a huge bump, 
as though I had 
suffered a major 
blow. I rang 111 and 
had a discussion 
with a nurse and 
then a doctor.  It 
was decided that I 
should go to my GP at 8.30 the next morning 
but that, should I have more bruising 
or bleeding, I should go to A and E.

The next day I went to my GP and he did 
a blood test.  Feeling fine, I went to the girls’ 
Christmas lunch I had arranged.  I had just 
settled in for the evening when the phone 
rang. It was a doctor at the surgery asking 

how I felt – just great! He went on to say that 
the lab had rung to say that my platelets 
were dangerously low (2).  I should be careful 
not to bump or cut myself, do nothing and 
a doctor would ring me the next day. In the 
meantime, if any further symptoms appeared, 
I should go to A&E. Scary, when everyone 
else in the country was being told to stay 

away from A&E.

The next day 
I was prescribed 
high dose 
prednisone, 
and was told 
to avoid doing 
anything, maybe 
write Christmas 
cards!  I would get 
an emergency 
appointment with 
a haematologist at 
Bedford hospital.  

This came 2 weeks later. My daughter came 
with me and I was seen by a really nice Greek 
locum.  I was reassured to hear that my 
platelets had gone up, from 2 to 8, how naïve 
was I? The steroids were not kicking in, or if 
they were, they weren’t telling my platelets.  
Meantime, they were affecting my mind. I 
felt in a haze the whole time, felt unsafe to 
drive, kept dropping things, couldn’t sleep.  

My ITP Journey
by Heather Bruce

Heather & David in Amalfi, 2014
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There was no diagnosis, but leukaemia 
couldn’t be ruled out.  With Christmas now 
looming, they needed to get my platelets 
up with IVIg, but first I should have a bone 
marrow test to check that I was producing 
platelets. That done, I was booked in on 2 
consecutive days for IVIg infusions.  This was 
done very slowly, with regular monitoring 
of BP etc.  After the second infusion, my 
haematologist came very excitedly to tell 
me that my platelets were now safe, if not 
normal, at 55. Christmas was on! We went to 
my daughter’s, and I slept between courses (a 
good idea as night-time sleep still eluded me).

Platelets continued to rise and the steroids 
were slowly reduced.  ITP was diagnosed.  
My daughters emailed me details of the ITP 
support group, but my steroid brain could not 
follow the website and I remained scared and 
isolated, but was slightly reassured that this 
could be a one off. As the steroids reached 
10, I began to feel more normal and was 
considering driving again, when my husband 
was admitted as an emergency to Papworth 
hospital. He had long term heart problems.  
Luckily, I was becoming human again. After 
2 weeks, and several scary moments, he 
was discharged.  The 2 of us plodded on 
and I came off steroids. All was right with 
the world again until I had a wheeze.  I went 
to the GP and to my surprise, there was a 
shadow on my lung and I was referred to 
Papworth for many tests and a lung biopsy.  
Not cancer! And I was free to travel as long 
as I didn’t fly.  With our American friends 
we set of for a wine tasting trip in France.

Episode 2 -The French Experience

We had a lovely time wending our way to 
the south of France, eating and drinking and 
sightseeing.  We were in Montpelier when 
I noticed a rash on my thighs.  I had not 
experienced petechiae before, but by this 
time had read up about ITP. Our nephrologist 
travelling companion confirmed that my 
fears could be right but there could be other 
causes.  We set off in search of a lab to do 
a blood test, then went off for a leisurely 
crepe lunch.  On returning for the result, 
I was informed that it was ‘very bad’ and I 
needed to go to hospital. Platelets were 3. 
We went by colourful tram to the hospital 
and sat for several hours in the waiting 
room. When it was clear that I would be 
admitted, my husband stayed to see me 
settled, and our companions left for the 
hotel.  In the early hours of the morning, I 
was wheeled in to a 2 bedded room. I was 
assured that Madame Boneetas ‘eez very 
nice’. Before settling down for the night, I 
used my limited French to ask to use the 
toilet.  This was met with astonishment, I 
would be able to go' apres le petit dejeuner'! 
I braced myself for an uncomfortable night, 
with 2 drips in and an urgent need for the 
loo! Fortunately, the nurse, realised my 
predicament.  I should have asked to pee pee.

 I soon realised that my roommate had 
major problems.  She walked about day 
and night.  From bed to chair to another 
chair, to windows going up and down, 
lights going off and on, blinds going up and 
down, cupboard doors opening and closing, 
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sweet packets being rustled. 10 minutes 
respite was her record.  Between doctors 
taking my health record and Madame B, 
there was not a lot of sleep to be had.

The morning broke with the promised petit 
dejeuner.  This was always the worst meal 
of the day. There was a choice of espresso 
coffee or a bowl of insipid milky coffee and a 
slice of old sliced bread or rusk. Occasionally 
confiture was available, but this was rare.

The day passed with the usual obs, 
and X-ray to which I was wheeled in 
the lilac armchair beside my bed – now 
there is a good idea (the wheeled chair, 
not the lilac)!  The X-ray department was 
my first introduction to the total lack 
of privacy.  There were no gowns, one 
simply stripped off and had the X-ray. 

The days passed. My husband and friends 
came every afternoon and we played Mexican 
Train dominoes on the bed, much to the 
amusement of the staff. Bill, my travelling 
companion went every day to the café to 
bring me decent coffee and borrow small 
trays to try to steady our domino tiles. Meals, 
I am sure, were nutritionally balanced.  
Lunches always had fish or meat, a grain and 
a vegetable followed by fruit, usually fresh 
but sometimes canned.  Appetising they 
were not! Once, the fish was overcooked 
and bland, with an insipid white sauce, a 
soggy white leafed vegetable and boiled 
barley. The salad was 5 radishes. Mrs B 
was clearly not impressed and she would 
take every meal to the toilet and flush it 

away, including whole nectarines.  I need 
not spell out the consequences of that, 
suffice it to say that it involved plumbers.

Mrs B continued her antics, so I was very 
sleep deprived.  Every night they would close 
the room door and I felt she was in my care.  
She climbed over the sides of the bed and 
fractured her wrist.  She would indulge in vast 
quantities of sweets and would then be sick.  
If I rang the bell, it took ages for assistance to 
come, as the staff largely ignored the ringing 
of Mrs B’s bell. They tried tying her to the 
bed, but that just made her more vocal.

There seemed to be no medical urgency, 
my treatment was the dreaded high dose 
steroids, but wait, they were pleasantly 
coated! The entourage of doctors appeared 
round the bed to discuss my case, view my 
enormous bruises and mouth blood blisters.  
The latter were new to me.  ITP seems to 
like to through in some surprises, including 
nose bleeds.  Someone suggested that they 
write to Bedford Hospital. Hang on, I was not 
planning to stay around here!  I spent the 
next few hours doing a diary of my previous 
symptoms and treatment.  After 6 days of 
pleading, they agreed to do IVIg to allow me 
to go home. But, they couldn’t do this without 
a bone marrow test.  This was done in my 
bed, with Mrs B and her visitors wandering 
about.  There were no curtains round the 
bed, so, all was revealed to passers-by.  It was 
at this stage, that the consultant thought 
I needed sleep, and they decided to give 
Mrs B a sleeping pill every night.  Hooray.
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One night when Mrs B had been drugged, 
I was peacefully reading, when I heard a 
lovely Maurice Chevalier type song drifting 
through the open door.  The voice got closer 
and an old man in a hospital gown appeared. 
‘Bon soir’  he tipped his imaginary hat.  The 
conversation was limited by my inability 
to converse fluently.  It is a family joke that 
I speak 2 languages, English and Foreign, 
the latter being a mixture of any language 
I have attempted, usually French and Thai! 
He turned to continue 
his travels, revealing 
through the back 
opening in his gown 
a soggy nappy which 
was hanging at a jaunty 
angle. This was not the 
serenade of my dreams.  
On his way back up the 
corridor he had his gown 
over his shoulder and 
cheerfully greeted me 
again.  The following day 
Monsieur D lightened my 
day when he went striding down the corridor 
with blood transfusions in progress, blood 
everywhere and staff running after him.

The IVIg had to be done on alternate days 
and I was to be allowed to travel home the 
day after. David booked seats for Sue and I to 
travel by train to St Pancras and onwards He 
and Bill would drive the car home.  It was late 
in the day when the IVIg was started – again, 
in my bed, with no monitoring.  They did 
take my blood pressure at the start but I had 

to hope to catch someone to replace bags 
of the infusion.  Bill our doctor friend was 
not impressed and wanted to come back to 
supervise.  I managed, in foreign, to convey 
the fact that Bedford hospital supervised me 
the whole time and took my temp and blood 
pressure every half hour.  They humoured 
me by attaching an automatic BP monitor 
which went into action every hour but 
was never viewed by anyone.  Had I been 
treated the Montpelier way the first time, I 

would probably have 
thought the Bedford 
way was suspect.  And 
I later experienced the 
Addenbrooke’s way.

Two days later, with 
platelets up to 50, 
I was released.  We 
went out for a lovely 
meal.  The following 
morning, the men 
set off by car and Sue 
and I made our way to 

the train station.  We changed trains in 
Lille.  I should have requested assistance 
to cross St Pancras station, but managed 
the long walk and got the train home.  

David had spent several hours on 
the internet trying to find a different 
haematologist, I did not want to be 
treated by a stream of locums.  By this 
time, I knew that Addenbrookes was 
one of the ITP centres so we had tried a 
private appointment with the head of the 
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department.  His secretary told us that he 
didn’t do private appointments and we 
didn’t know we could ask for an NHS referral.

An emergency appointment on the 
Monday saw me face to face with a young 
GP who looked totally bewildered with 
a report written in French and a patient 
telling him that he would probably want 
to do a blood test, and, please could he 
do a referral to our private haematologist.  
This worked well until our private insurers 
decided that I was no longer insured.  We 
paid for one more consultation whilst 
awaiting an appointment at Addenbrookes. 
Surprisingly, the blood test was more 
expensive than the consultant's fee. 

I continued to be weaned off steroids 
and swore I would never take them again. 
My GP did blood tests every few weeks and 
life became calmer…. For a few weeks!

Episode 3 – The Addenbrookes Way
I had a routine monitoring appointment 

with my new consultant at Addenbrookes 
and we agreed that, should the need 
occur, I could try a different treatment.  By 
this time I was suffering with severe joint 
and muscle pain and was diagnosed with 
polymyalgia rheumatica, the treatment? 
– high dose steroids!  Whilst tailing of 
steroids yet again, my platelets dropped.  
Back to Addenbrookes, I saw my lovely new 
consultant, and I opted not to have any 
treatment unless my platelets got to single 
figures again. However, because I had agreed 

to go to the north of France on holiday on 
the condition that someone would drive 
me home if I had any symptoms, we agreed 
that I should have IVIg before I went. The 
Addenbrookes way was a single day and 
quite fast, I had quite bad headaches after 
this.  Home from holiday, my platelets 
dropped dramatically, at the same time as 
my husband had been admitted to hospital 
again.  I was put on eltrombopag.  This 
seemed to work for a while, I felt better 
than I had for a long time, but as time went 
on and the dose was increased, I suffered 
more side effects, with joint pains and 
burning feet and face. It was only after 
stopping eltrombopag that I realised that 
my vision had been affected, but the spells 
of blurred vision stopped when I ceased 
taking the drug, and my sleep improved.  

So now I am on N-plate injections.  For 
the last few months I have been having 
weekly trips to Addenbrookes to have 
blood test and injection.  Lonely trips, as my 
husband died in January. This would take 
up 6 – 8 hours, but, needs must. The side 
effects are tolerable. This week I have had a 
test at the GP and am awaiting a call to say 
how much Romiplostim to inject.  I have a 
fridge full of Romi and a sharps bucket in 
my bathroom. Now, with MyChart app on 
my phone, I am in contact with the team 
at Addenbrooke’s which is very reassuring 
and I feel a sense of freedom again. 

Now, I am off to enjoy myself – platelets 
or no platelets! The saga goes on!
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Fantastic Fundraisers!

We are delighted to start this column with some wonderful fundraising efforts by school aged 

supporters:-

Ann Buchanan, mother of 10 year old Robbie, diagnosed a year ago, told us "Robbie 

is in a very low place at the moment and to help him I thought we could enter some 

charity runs and raise money for the ITP Support Association.”.  The first event has been a 

charity golf day.  Robbie, with help from his Papa and little 

brother Ross, had a competition and also a raffle, and they 

raised a whopping £795! Our congratulations to Robbie, 

his family and team of helpers on such a successful event, 

and we hope Robbie recovers from ITP very soon.

Sara Monks, House Co-ordinator at Abersychan School wrote 

" I’m pleased to share with you that your charity has been chosen 

as one of our 4 house charities this year at Abersychan School 

(Pontypool). Our staff and pupils will be fundraising to raise 

money for your cause throughout the academic year. We have a 

pupil in our school (12 years old) who has relied on your support 

in the past and she is very keen to share her experiences with the 

Robbie Buchanan (centre) and his team of helpers!

TEXT GIVING 

Don’t forget that you can 
make a donation through 

Justtextgiving at your 
mobile operator’s standard 
rate by texting the message 

ITPA22 and the amount 
(£1 – £5 or £10) to 70070.

The Association will receive 
100% of your donation 
which can be increased 

by adding Gift Aid.
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rest of our school. This morning she did an assembly to her year group by herself to share her 

experiences and to motivate other pupils which was an incredibly brave thing for her to do."  

The staff and pupils raised a total of £373 in the last academic year as well as raising awareness 

of ITP across the school. We send a big thank you to the pupil with ITP, the 

pupils and staff for all their efforts.

There has also been some impressive 

fundraising by ITP supporters 

generously 'giving their all' in gruelling 

events to raise money for ITP:-

Chloe Oliver took part in the 

Disneyland Paris Half Marathon 2018 

and raised an incredible £670. She ran 

in aid of The ITP Support Association as her dear father 

has ITP. (See Chloe jumping for joy on the front cover)

Kirstie James decided to participate in not just one event, but four 10k runs and the Cardiff 

Half Marathon 2018! She raised a superb total of £210 in aid of our charity. Kirstie said that she 

wanted to raise funds and awareness due to a little girl in her town 

who suffers with ITP. What an amazing and benevolent act! 

Nick Smith ran The London Triathlon 2018 and raised an amazing 

£555.  His young son Oakley has recently been diagnosed with ITP. 

Nick wrote “Oakley is doing OK other than being intrigued by his 

(many!) bruises and he has been incredibly understanding about 

a temporary ban from his balance bike.”   We all wish him a speedy 

recovery. 

Using their energy for a fun event and raising an excellent £234 

were 'The Baggage Handlers' 

who participated in the Glow in 

the Park event at Heaton Park 

Manchester, in October. Corrine 

Hosker explained "We are work 

colleagues, family and friends who 

thought whilst having fun we should raise money for a charity 

that is not very well known and does a lot of good  helping 

Chloe Oliver's Disneyland Paris medal

Chloe Oliver

The Baggage Handlers
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people suffering from ITP. We walked, jogged and danced our 

way around 5k of glowing activity areas and were very brightly 

dressed, as being the crazy people we are, we have pretty much 

bought every item of bright clothing and face paints etc that we 

could!" You can glow with pride now, girls!

Also participating in an energetic fun event were Bettina 

Gilbert and Nicola Mazey who sought sponsorship for ITP in a 

Zumbathon. Bettina raised £87 and Nicola £46, making a super 

total of £133. 

Mr Dale sent a cheque to the value of £500 on behalf of The 

Burford Trust. We have no further details but are very grateful to 

whoever put the Association's name forward.

Finally we send our sincere thanks and congratulations to 

those who sent contributions in celebration of special events:–  

Pixie James asked 

her family and friends for donations in lieu of birthday 

presents at her 80th birthday party. Pixie told us "I 

contracted ITP in 2003 and after undergoing many 

different treatments in the first year now manage to lead 

a normal life without medication, although my platelet 

count is always under 10.  I live life to the full, travelling 

the world and enjoying myself. I was delighted that we 

raised £730 and I had a wonderful birthday."  What an 

amazing amount, Pixie, do please pass our thanks on to 

your very generous family and friends!

 Val Farnworth also invited her family and friends to 

make donations for ITP research via Facebook in lieu of birthday presents. The Association also 

received 6 cheques which brought the  grand total to a wonderful £360. 

We were very pleased to receive £50 in celebration of  the Golden Wedding Anniversary of 

Cleo and Robert Butterfield from Newcastle on Tyne. Cleo was diagnosed with ITP in 1997 and 

says “despite feeling very poorly and tired with ITP I met such wonderful people and received 

such support, there was a lot of good came from the experience.” 

Glowing in the park!

Pixie with her granddaughters



     

ITP Patient Convention

The ITP Support Association recently held its 

Annual Convention in the Conference Suite 

at Chester Racecourse. This year it was held in 

conjunction with the ITP International Global 

Alliance Meeting which is a collaboration 

between the ITP Support Association in the UK 

and the Platelet Disorder Support Association 

from the USA. Attending the International 

Meeting were representatives from various 

European countries plus delegates from 

further afield such as Brazil, India and the USA.

With over 80 delegates attending one or 

both meetings the day commenced with 

a fascinating talk by Dr Cindy Neunert, an 

Associate Professor of Paediatrics at Columbia 

University in New York. Whilst the treatment 

of children suffering from ITP in the US 

is not dissimilar to that of the UK Cindy 

mentioned that about half of paediatric 

patients who present have their symptoms 

resolve with little medical intervention.

Dr Paula Bolton-Maggs, a haematologist 

who for many years has been an advisor 

to our Association, provided a history of 

the ITP Forum which is a collaborative 

venture between UK haematologists 

whereby they can share information 

and experiences with each other.

This was complemented by a talk 

on the operation of the ITP Registry, 

based at the Royal London Hospital, 

by Haroon Miah, its Data Manager.

Brett Roberts, who trained in haematology, 

provided the attendees with an insight into 

the equipment used to analyse blood samples 

and the speed with which results can be 

obtained. It 

was suggested 

that a visit to 

a Pathology 

Laboratory 

would be 

interesting and 

illuminating. 

Social media 

dominates 

much of our 

by Colin Williams (Trustee)

Dr Cindy Neunert

Dr Paula Bolton-Maggs
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lives in the modern age and Hayley Howie 

(ITP Support Association Social Media 

Volunteer) explained how this is now 

being used by the Association. Similarly, 

Nancy Potthast, from our equivalent 

organisation in the USA, explained 

to the International Global Alliance 

the considerable benefits that have 

occurred from their use of social media.

During the day tributes were paid to 

both Shirley Watson, the Association 

Founder, and Michael Levy, its long-

standing Treasurer, both of whom had 

retired as Trustees during the past year.

The event concluded with a very 

extensive and beneficial Question and 

Answer session between the audience 

and the medical practitioners.

Our thanks must be extended to my fellow 

trustee, Derek Elston, for organising the 

event, together with Mervyn Morgan CEO.

21

Thank you to all those delegates who 

completed the Convention Questionnaire. 

The results were interesting and will help 

us in the future planning of conventions.

It was obvious delegates would 

have preferred more specialist 

haematologists talking about different 

aspects of ITP and case studies. 

At least one more breakout session 

was requested with delegates 

being divided into groups. 

Overall, the general opinion was that the 

convention was interesting and informative, 

situated at a great location and having been 

well organised with some new innovations. 

Although some of the suggestions 

have been tried in the past the 

comments and analysis will provide 

some very useful information and help 

with the planning for future events.

Should any member have any 

suggestions for the convention, then 

please email mervyn@itpsupport.org.uk. 

All suggestions are welcome as we all have 

different opinions and expectations. 

Local involvement of members is to 

be encouraged and will be appreciated 

at the planning stage. We are continually 

looking for new volunteers especially with 

the possibility of more local meetings 

as well as the main convention.

CONVENTION FEEDBACK     by Mervyn Morgan & Derek Elston
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Your questions answered...

QIs it possible to still use my 

Epipen for bee sting allergy 

whilst low in platelets or on 

prednisolone which controls my ITP?

Dr Drew Provan (Reader in 
Autoimmune Haematology Barts & The 

London School of Medicine replied:

AI cannot see why there would be 

any reason not to use the Epipen 

for bee stings with ITP or while 

on prednisolone. The Epipen may be life-

saving for a person with a serious allergy so 

irrespective of medicines or other diseases I 

would have no hesitation advising use of the 

pen in order to counteract the bee sting or 

whatever the allergy is. Even if the platelets 

were low there should be little bruising or 

bleeding because the needle is small. But 

overall, I would say use the Epipen as usual 

and don’t worry about ITP or anything else. 

Q Why is it important to have regular 

bone marrow testing done when 

you suffer from Chronic ITP?

Dr Drew Provan replies:

A I have to say I have never heard of 

an ITP patient having regular bone 

marrow examinations. In terms of 

the diagnosis of ITP, we seldom perform bone 

marrows initially in patients with ITP although 

we used to do them much more often 10 or 

15 years ago but our guidelines recommend 

taking a good history, examining the patient 

and carrying out a few simple blood tests 

in order to diagnose the condition. We do 

perform bone marrow examination if the 

patient does not respond to first-line therapy 

or they have atypical features. We never do 

them as a routine regularly partly because 

it is an unpleasant investigation and also 

it does not add very much information. I 

just wonder whether the person who is 

enquiring is on a TPO drug and the doctor 

may be monitoring for bone marrow fibrosis 

by doing regular bone marrows? But this 

is not something we do in our practice at 

the Royal London Hospital.  Apart from 

regular blood films, which we do on all 

patients on a TPO, I would not advocate 

the need for regular bone marrow testing. 

None of our patients (we have about 70 or 

so on TPOs) undergo BM testing like this.

 QMy name is Hayley Smith-Pryor, 

and my 6 year old son Joseph 

(affectionately known as Jojo) 

has had ITP since his diagnosis in March 

2017, following an admittance to A&E for 

purpura rash on his legs and a bloody split 
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lip that wouldn’t stop bleeding.  However, 

we think he has had ITP since October 2016, 

following a bout of hand, foot and mouth 

disease - because looking back we now 

recognise the symptoms (bruising and nose 

bleeds) became prevalent from then.

My reason for writing is some uncertainty 

I experienced when deciding whether or not I 

should let my son have the 'flu vaccine that is 

being offered through school. There is some 

content on the ITP Support Association website, 

however I still had questions and found it 

difficult to know what to do for the best.  Part 

of me wondered whether the 'flu vaccine might 

actually jolt something in his system and stop 

his spleen from destroying his platelets.  

It’s been a while since Jojo last had bloods 

taken, but before he finished his summer term 

we were in London for a bone marrow aspiration 

(which wasn’t pleasant).  But we’re here now, 

with some positive news from the biopsy results 

at least, that there is no underlying reason why 

he has this condition and that his platelets are 

being destroyed on the periphery and not due 

to an issue with his bone marrow! However, 

as I think most folks with ITP will feel, it’s just 

the not knowing why it’s actually happening 

and that there is not really a way to stop it.  

Dr John Grainger
Consultant Haematologist, Manchester 

Children's Hospital replied:-

A  My advice on 'flu vaccines published 

in the December 2016 issue of 

'The Platelet' still stands:- 

The influenza vaccine has been linked 

to the development of ITP in a small 

number of adults and may cause a dip 

in platelet counts in children or adults 

receiving the vaccine. However the risks 

are higher for children or adults who are 

unvaccinated and develop influenza.

Newly diagnosed ITP

(within 3 months of ITP diagnosis)

My preference is to avoid the ‘flu vaccine

unless there are other co-existing medical 

conditions, such as cardiac disease or asthma.

Persistent or chronic ITP

(over 3 months from diagnosis)

The ‘flu vaccine can be administered.

Patients should be aware that there is a small 

risk of a platelet drop in the 4 weeks following 

vaccination so they may wish to consider 

timing if there are any planned operations, 

dental procedures or overseas holidays.

Live vaccine (nasal) or inactivated 

vaccine (intramuscular)?

Patients who have been on steroids in 

the last 28 days or rituximab in the past 12 

months should not receive the live vaccine. 

For patients receiving the inactivated vaccine 

by intramuscular injection there is a need 

for firm pressure to be applied over the 

site of injection for at least 10 minutes.

If you would like a question answered by 

one of our medical advisors please email 

shirley@itpsupport.org.uk or write to

 Shirley Watson c/o  The Platelet Mission,

Kimbolton Rd, Bolnhurst, Beds MK44 2EW
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ITP Nurses' Meeting Report

On Tuesday, the 30th of October I attended 
the ITP Nurses' Meeting in London, held 
at the extremely impressive and elegant 
Royal College of General Practitioners. It 
was well attended for a first meeting, and 
the keynote speakers were all in top form!

Siobhan McGuckin, the organiser, 
from University College London Hospital 
started proceedings by welcoming us all, 
then followed on with an illuminating 
talk on the roles of a CNS (Clinical 
Nurse Specialist). These included:
•	 Advocacy on the patient’s behalf
•	 Auditing
•	 Clinical activities
•	 Communication & education of patients
•	 Research
•	 Acting as a signpost to reliable help and 

information. 

We then discussed definitions, signs and 
symptoms of ITP - here it was heartening 
to be reminded of the sheer relief of us 
patients, that as a direct result of the 
Association’s funded research, fatigue is 
officially recognised as a legitimate symptom 
of having ITP. We also discussed watching 
for side effects of any treatments, which 
treatments are preferable for various patients 
– for example, Romiplostin would not be 
suitable for the elderly or those with poorer 
eyesight as it is injected, so the patient 
would be steered to Eltrombopag instead.

Pregnancy was also discussed, as well 
as life/travel insurance recommendations, 
possible fears, and translating medical 
terms into more simple language. 

Camellia Vladescu from Hammersmith 
Hospital spoke about Clinical Trials in ITP. It 
was quite the eye opener to discover that 
there are currently 19 active studies into ITP, 
with a further 12 in the process of setting up. 
In the last 4 years of studies, more than 680 
patients have joined in - and a good thing 
too, as without support and help from the 
patients there could be no studies. It seems 
like a no-brainer to join, because at the end 
of the day it’s for and about the patients... 
so if you haven’t yet joined a study, DO!!

Dr Drew Provan gave a fascinating 
presentation on how far treatment and 
management of ITP has come. I still 
remember when the options were steroids 
or splenectomy,  but it was sobering to see 
how the traditional way compared to the 
modern way of thinking - and treatment!

As opposed to the old “This is the 
treatment route”, using drugs borrowed from 
the treatment of other conditions (not to 
mention risk of death from infections), it’s 
now very much tailored to the individual. 
The leap in patient’s QoL (quality of life) 
is palpable! Treatment tends to be now 
only given when necessary, there are ITP 

A PATIENT’S PERSPECTIVE     by Will (Nev) Watson
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specific drugs, patients are so much 
more involved in the decision making 
process, and the overall aim is toward 
patient safety - ie taking into account 
lifestyle, age, job, hobbies and platelet 
count of each individual patient. We 
have moved into the TPO-R era! Drug 
companies are all working extremely 
hard to combat this seemingly niche 
disease, but that has given us

•	 90% efficacy

•	 A good side effect profile
•	 Several large trials - these were of long 

term sufferers for whom nothing else 
had worked and there STILL was a 90% 
success rate from this one treatment. 

What you may not know is that originally, 
TPO’s were designed to just be a palliative 
- if you like, a quick, temporary response - 
but it actually was found to be a complete 
and permanent cure in 32% of cases!

Shirley had prepared a powerpoint talk 
on the results of the ITP Clinical Centres 
Survey but was unable to attend at the 
last minute due to a pre-op appointment 
for forthcoming eye surgery. I was pleased 
to have the opportunity to deliver this 
informative presentation in her place.

We also had a lot of very technical talks, 
which were interesting although very 
fast pace for me, as one of the very few 
people in the room having no background 
medical qualification! However, Dr 
Nichola Cooper’s talk on the Challenges 
of ITP Treatment was certainly an eye 
opener for as much as I understood!

She began her talk with an in depth 
examination of the role of platelets in 
the immune system - and as much as is 
known (although some is still not fully 
understood) about the production and 
regulation of platelets in our bodies. 

After that it was too much for me, but 
the pie charts were in pretty colours....

The final speaker,  ITP Support Association 
trustee Xenia Norman, gave a superb talk 
on ITP from the patient angle. This was very 
well received by all and I’m sure it would 
be of great interest to patients if it could 
be included in a future ITP Convention.

The day ended with a discussion group, 
and the nurses were given a feedback form 
to complete. I was not surprised to hear that 
they found the meeting most useful and 
would like regular such events in future.

I send my thanks to Siobhan for inviting 
me to this excellent initiative. It was a 
very rewarding experience and I very 
much look forward to the next one!

(See CNS Siobhan McGuckin's report on pg 28)
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Letterbox
The Platelet  Dec 2018

Dear Shirley,

For most of my career I have worked as 
a physiotherapist in the NHS. I have always 
bruised easily and have had occasional nose 
bleeds. I had a minor internal operation 
over 40 years ago but having left hospital I 
haemorrhaged a few days later and needed 
7 pints of blood. I was in hospital for a further 
week before I was discharged. I gave birth 
to my son in 1979 at the Middlesex Hospital 
where I had an episiotomy and the doctors 
discovered that I had very severe bruising. 

I was seen by the Professor of Haematology 
who gave me steroids which did not work 
for me. He advised me to have my spleen 
removed about 4 months after my son’s 
birth and this was done. Three to four small 
spleens were found and removed at the 
same time. Nineteen months later I gave 
birth to my second child, a baby girl who 
was induced because of my past history.

I was reviewed annually for 5 years by 
the haematology department at Middlesex 
Hospital and had no further problems 
during this time. Subsequently I went back 
to part-time work as a physiotherapist 
at the Elderly and Mentally Infi rm Unit 
(EMI) at Colindale Hospital, treating the 
physical problems of patients suff ering 
from dementia (some of whom had bed 
sores) with electromagnetic equipment.

About 7 years after I had my spleen 
removed I was sitting in my garden when 

I noticed tiny red spots over most of my 
body as if I had been hit with a hairbrush. 
I went to my GP who sent me for blood 
tests and my platelet count was found to 
be 2. I was referred to a haematologist at 
the Whittington Hospital and was regularly 
reviewed for many years. I am now under 
the care of the ITP clinic at the Royal 
London Hospital but my platelet count 
is still under 10. I have taken part in two 
drug trials but they did not work for me.

In spite of my low platelet count I have 
been in good health over the years apart 
from occasional hiccups. I often wonder 
whether my using electromagnetic currents 
at Colindale Hospital at such close quarters 
could be the reason for my relapse. As a result 
of my relapse I had to take early retirement 
from my NHS career as a physiotherapist, 
which I always enjoyed. I am now a happy 
grandmother with four grandchildren. 

Anne Demby 

Anne Demby with husband David and 3 grandchildren
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Dear Shirley,

I would be interested to know if others with  
ITP  suffer from "yo-yoing" fatigue.  I find that 
I have weeks where I am feeling really healthy 
and well and do lots and feel on top of 
everything, and then I can just wake up and 
suddenly feel extremely tired and fatigued, 
and struggle to get back to feeling well again.  
I also find if I catch a cold or anything similar, 
it can take me a couple of months to feel back 
to normal again.  I am wondering if this is 
normal with ITP sufferers and also if there are 
any suggestions as to how to get over these 
periods more quickly, other than resting.

Mary Thomassen 

Hello to every one of the ITP Association,

I  had the first attack of ITP in 2011 
November and since then I have been 
a regular visitor as an out patient to the 
haematology department. I felt very secure 
and confident with the department staff 
because they have been kind, helpful  and 
understanding. Now after so many years I am 
in complete remission of ITP with a platelet 
count over 100, but  I am still continuing with 
my medication of Eltrombopag. It has been 
suggested that now I have to go to hospital 
only twice a year, as monthly blood tests 
are done locally in the GP surgery and sent 
to Dr. Cooper and team at Hammersmith. 

I hope for the best and send my kind 
regards to each and every member 
of the ITP Support Association.

Anuradha Datta

Dear Shirley

I thought I should share my experience 
of the past year or so. I was diagnosed with 
ITP in July 2017, with a platelet count of just 
3 at the lowest point. Prescribed steroids 
seriously affected my mental health, which 
left a 4-week course of Rituximab as the 
obvious next step. Chemotherapy in October 
was less disruptive than I'd expected. By 
November 2017 my platelet count had risen 
above 50, allowing for a much-needed tooth 
extraction. Since January of this year, and 
without further treatment, my platelet count 
has remained above 200. I appreciate that this 
is remission only, but the outcome has been 
far more positive than I could have hoped for.

David Burnand (aged 67)

Dear Shirley,

I'm contacting you about a couple of the 
NIHR PPIE initiatives I am supporting at the 
moment, including the national Patient 
Research Ambassador Initiative (PRAI).

With the help of our partner trusts, we 
are trying to find PRAs, patients who have 
taken part in research in the past who are 
enthusiastic about research and willing 
to share their story and experience with 
other patients, members of the public 
and NHS staff.  I have a group of just over 
20 PRAs from across North Thames at the 
moment, however I don't have any who 
have supported  heamatological research.

A Patient Research Ambassador is 
someone who promotes health research 
from their point of view. They could be a 
patient, service user, carer or lay person 
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who is enthusiastic about health research. 
They should be willing to communicate 
that to other patients, carers, members of 
the public and healthcare professionals.

These are just some of the activities 
a PRA could be involved in:

•	 Help to raise awareness of research 
to patients, carers and the public.

•	 Be involved locally to support 
national initiatives.

•	 Assist with training of research 
staff to promote quality research

•	 Work with research staff to improve how 
a study might work for participants.

•	 Help to collate surveys to assess the 
quality of patient research experience

•	 Be part of an interview panel 
when employing research staff

•	 Review studies with research 
staff to view their progress

•	 Lay membership of your local research 
and development committee

•	 Speak to local special interest 
groups about research 

•	 Be a resource for those thinking 
about taking part in research

Christine Menzies  
Patient & Public Involvement  & 

Engagement Manager  
NIHR Clinical Research Network (CRN)

w: bit.ly/NT-getinvolved
e: christine.menzies@nihr.ac.uk 

t: @NIHRCRN_nthames

Nurse Education Day: 2018
We held our inaugural ITP Nurse 

Education Day on Tuesday 30th October 
in The Royal College of GPs, Euston, 
London. We had a mixture of Adult, 
Paediatric and Clinical Trials Nurses in 
attendance alongside representation 
from The ITP Support Association.

The day proved to be extremely 
educational for everyone and it was also a 
fabulous opportunity for all of us who are 
involved in caring for ITP patients to meet 
and share experiences. All presentations 
were very well received and generated lots 
of questions. My huge thanks to all of the 
speakers: Dr Drew Provan, Dr Nichola Cooper, 
Mr Will Watson and Nurse Camelia Vladescu 
for their participation in the Education Day.

Our patient representative Xenia Norman 
gave an excellent account of her ITP journey. 
This was extremely appreciated by all of the 
audience, and was really interesting to hear 
the patient perspective of living with ITP.

It is hoped that we can continue to drive 
the Nurse Education programme forward and 
to attract more ITP nurses to future meetings.

My personal thanks go to Shirley from 
the ITP Support Association for all her help 
with the Education Day and to Professor 
Marie Scully, from UCLH for her support 
and for financing the Education Day to 
take place at  The Royal College of GPs.

Siobhan Mc Guckin
Clinical Nurse Specialist, UCLH
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27 Years Living with ITP
by Jill Straw

We published Jill's story in March 2018 but the saga 
goes on . . . with a top tip for nosebleeds!

I have been quite ill as a result of ITP 

treatments this Spring and Summer.  I had 

rituximab infusions accompanied by weekly 

pulse doses of dexamethasone over a 

period of 5 weeks which made me feel very 

debilitated and sadly the treatment failed.  I 

had an emergency hospital admission at 

the end of May caused by a nosebleed and 

it was discovered I had a platelet count of 9. 

This resulted in numerous immunoglobulin 

infusions which produced temporary 

improvements and then 2 months on 

ciclosporin the side effects from which put all 

other treatments in the shade!  I eventually 

asked if I could try something else as I was 

feeling really poorly - everything from 

breathlessness to neuropathic pain and 

swelling in my feet.  (Amusingly the excessive 

facial hair growth extended to my ears and 

I began to wonder if I could audition for any 

local performances of Peter Rabbit!). It was 

decided I should try romiplostim again, a 

treatment I had 5 years ago which worked 

for over a year and once I stopped taking the 

ciclosporin my general health immediately 

began to improve.  I am happy to say that I 

now feel like my old self and have a platelet 

count of 54!  The haematology staff in 

Derby have been wonderful and despite my 

troubles I have always felt that my care was, 

and is, exemplary.  I have been going to clinic 

every week for some time now and think this 

might continue for a while yet -  I am grateful 

for their patience and their good humour!

On the subject of nosebleeds I have 

some (hopefully) useful information to 

pass on.  My haematology consultant 

referred me to an ENT specialist in August as 

nosebleeds have always been a significant 

factor in my ITP.  He could find no structural 

abnormality but suggested I use a tiny 

amount of Vaseline daily just inside each 

nostril. It seems that dryness in the nasal 

membranes can be the cause of the 

nosebleeds especially when there is a low 

platelet count.  I am ‘touching wood’ as I 

write this but I have not had a nosebleed 

since the middle of August even though my 

platelet count has been consistently in the 

teens and twenties until this week.  Perhaps 

this simple treatment really is a winner!

On a less positive note all this summer’s 

drug treatments have accelerated the growth 

of a cataract in my left eye and begun one 

in my right eye.  I see the ophthalmologist 

on Monday.  That’s ITP for you!
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A New ITP Guideline

In late September Professor Axel Matzdorff 

of Asklepios Clinic Uckermark, Schwedt, 

Germany, sent me a copy of the latest ITP 

recommendations for Austria, Switzerland 

and Germany which have been recently 

published in English https://www.karger.

com/Article/FullText/492187  This clear cut 

guideline was developed by a working 

party of eight, and serves as a very useful 

reminder that however difficult ITP might 

be for some, its management and treatment 

options have improved considerably in 

the last decade, and continue to do so.

An introduction summarises the 

history of ITP guidelines which started 

in the UK with Professor Lilleyman’s 

management document for paediatric 

ITP in 1992 (www.ncbi.nlm.nih.gov/pmc/

articles/PMC1793581/) and was followed 

in 1996 with a comprehensive guideline 

for adult and childhood ITP, developed for 

The American Society of Haematology by 

Professor George et al (www.bloodjournal.

org/content/bloodjournal/88/1/3.full.pdf)  

Under Terminology and Definitions there 

is an explanation of why the name changed 

from idiopathic thrombocytopenic purpura to 

immune thrombocytopenia. Idiopathic meant 

of unknown cause, but medical advances 

have shown it to be a condition caused by 

a malfunction of the immune system. As 

about a third of newly diagnosed ITP patients 

have no bleeding the word purpura was 

dropped. I was surprised to read that ITP’s 

other name,  Werlhof’s disease, (after Paul 

Werlhof, physician to the King of Hanover 

in C18) is commonly used in Germany.

Figures for the incidence and prevalence of 

ITP are given, but whereas in early guidelines 

it was noted that ITP was more prevalent 

in boys and middle-aged women, it is now 

known that men predominate in the over 

60 age group. I was most interested to see 

the authors of this guideline suggest the 

foundation of a competence network for ITP 

patients, comparable to haemophilia centres. 

As far as I know the UK is the only country in 

the world to have an established network of 

ITP Centres. I was also pleased to see that this 

guideline includes fatigue and exhaustion as 

an ITP symptom, something not recognised 

until our Association published results of 

our members’ lifestyle survey in 2008.

There is still no gold standard test for 

ITP, so doctors continue to make the 

diagnosis by excluding other causes of a 

low platelet count. The guideline outlines 

a large number of tests which can be done 

to eliminate any doubt about the patient 

having simple ITP, and what factors should 

Reviewed by Shirley Watson
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trigger their use. Doctors are reminded 

to check for drug induced ITP, and to not 

only ask the patient what prescription 

drugs they take, but to also enquire about 

alternative and over-the-counter remedies 

as a possible culprit of a low platelet count.

The good news is that the list of treatments 

has certainly increased since the early 

guidelines, but this can also be seen as bad 

news indicating there is no one effective 

treatment for all! There is a extensive chapter 

on treatment options with advice on when 

to treat adults and children, and when 

it is appropriate to ‘watch and wait’. The 

treatments are grouped into 1st, 2nd and 3rd 

line therapies, with the dosages and possible 

side effects listed. Advice is also given on 

emergency treatment, preparation for 

surgery and dental procedures, followed by a 

comprehensive section on ITP in pregnancy.

The guideline covers other aspects of 

living with ITP, which includes advice on ITP 

and vaccinations, ITP in older patients and in 

patients with additional medical conditions 

or on other (non-ITP) medications, ITP 

and anticoagulants, ITP as a risk factor for 

venous and arterial thromboembolism, and 

secondary ITP. The latter is the name given 

to thrombocytopenia caused as a result of 

another condition, and according to this 

guideline about 20% of all ITPs are secondary. 

In a paragraph on alternative methods of 

treatment it is believed that dissatisfaction 

with conventional therapies causes more 

than half of ITP patients to try a wide variety 

of alternatives from Chinese medicine to 

prayer despite the lack of scientific evidence 

to either recommend or reject them.

Patients with less problematic ITP may be 

surprised in the authors’ statement that ‘ITP 

patients have a quality of life close to that of 

cancer patients, in some cases even worse.’  

The authors include the following in their list 

of limitations of the disease: learning how to 

live with bleeding symptoms and low platelet 

counts, fatigue, increased risk of infection, 

long (sometimes lifelong) therapy, side effects 

of drugs, women’s problems, social stigma 

of bruising, increased risks when treating 

other diseases, time spent on hospital visits, 

limited experience of ITP by other health 

professionals, restrictions at work, home and 

travelling, and higher costs for insurance. 

Depressingly, the authors tell us that 

studies show only a very limited number 

of guideline recommendations are 

implemented in routine daily practice. In 

their recommendations I was delighted to 

note that they encourage doctors to provide 

contact with patient support groups.

This excellent guideline sets out to 

describe the current state of knowledge 

in the treatment of ITP. It surely won’t 

be the last as research deepens the 

understanding of this condition, and 

new drugs, now in the pipeline, take 

their place in the treatment options.
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The short answer to this is NO! Sorry to 
disappoint you, but there is no evidence 
based research that we know of, that 
supports the view that ITP can be cured 
through what you eat or don't eat. 

One questioner at the ITP Convention in 
Chester said he had been advised by two 
doctors in two different countries to change 
his diet in order to effect improvement in his 
ITP. Some have in the past, advocated taking 
supplements to help the condition. There 
have been 2 reports by ITP clinicians in major 
medical journals reporting unique cases in 
which ITP was believed to be triggered by 
a certain food, one by sesame seeds, and 
the other by walnuts. Also some people 
who have consumed quinine in drinks such 
as bitter lemon or tonic water have had a 
decrease in platelets. The point here is that 
the foods have reduced the platelets, not 
increased them, or brought about a "cure".

If you follow the popular press you will 
be aware that on a regular basis there are all 
sorts of claims for diet that say it can reduce 
your risk of many long term conditions and 
illnesses, such as dementia and arthritis. 

There is no doubt that it is very sensible to 
follow a good diet and watch what you eat 
and drink. The old adage, you are what you 
eat, is oft debated. I think of asking 10 people 

in a bus queue 'what is a healthy lifestyle?' In 
general I think they would be able to come 
up with something like, don't smoke, don't 
drink too much alcohol, eat a balanced diet 
so that you are not overweight, get plenty 
of exercise, reduce stress, and so on. This is 
common knowledge and common sense, 
and most people have a good grasp of what 
they should do, even if they do not do it! 

Some people who are overweight and 
have Type 2 diabetes can reverse this 
diagnosis by losing a considerable amount 
of weight. (www.diabetes.org.uk) This 
should, of course, be done with medical 
supervision. What a wonderful thing this 
must be for patients who can reverse their 
symptoms, but truthfully, this is not a 
common event for many other conditions. 

Coeliac disease can be controlled by 
eliminating gluten from the diet. However, 
it is a lifelong autoimmune condition. If 
you suspect you have a gluten intolerance 
it is necessary to get a proper diagnosis. 
It is estimated that coeliac disease is 
under diagnosed in the whole population 
and many people take some time to get 
diagnosed. Some people will find they feel 
better if they avoid gluten, but this does 
not necessarily mean they have coeliac 
disease, which must be clearly diagnosed 
and managed. (www.coeliac.org.uk)

Can Diet Cure ITP? 
by Rhonda Anderson
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Vitamin D deficiency is also under 
diagnosed and can lead to symptoms 
that are reversed with supplements.  

These days people are so much more aware 
of food and diet. No doubt every person has 
found that some food or drink seems to do 
them good, and other things do not agree 
with them. In cases like this it is best to avoid 
the offending food. Again this should only be 
done alone, if the food does not interfere 
with a balanced diet. For example 
milk and dairy products should 
not be eliminated from a 
young child's diet without 
medical supervision and 
the services of a dietician. 

There are a lot more special 
diet foods (vegetarian, gluten free, 
vegan, etc.) available these 
days in the 'Free From' 
shelves in supermarkets,  
Food consumption 
is big business with many cookery 
books, TV programmes and restaurants 
available for us to spend our money on. 

The big buzz in the food and diet world 
at the moment is veganism. This is a diet 
that excludes all animal products such as 
meat, dairy and eggs. Animal products 
can be hidden is many processed foods, 
so if you are keen to do this 100%, it is 
necessary to research the foods that are 
suitable. Vegans should regularly check 
that their mineral and vitamin levels are 
adequate. (www.vegansociety.com)

My husband Howard, was diagnosed with 
prostate cancer this year, has had an operation 
and thankfully is doing well. However, this 
was a wake up call for him and he decided to 
lose weight. He has done well with this and is 
keeping off the 15 kilos that he lost. He feels 
better and we also do more exercise with the 
aid of a Fitbit. I would never have obtained 
such a device for myself, but the family gave 
me one for my birthday in January and I have 
been using it ever since. I have lost a little 

weight, but put it back again as I have 
been away a lot this year, partaking of 
too many three course dinners. A key 
help is the Fitbit food and calorie tracker 

that comes as a phone app, it also logs 
exercise, weight and heart rate and in so 
doing, makes an estimate of cardio fitness.

We all know that we should 
be the correct weight for our 

height, age and gender, and 
no matter how much we 

have this embedded in our minds, it is not 
easy to lose weight and do more exercise. 
It really is a big effort of will to change your 
lifestyle, but with help and support it can 
be done. Do find out if you are overweight, 
drink too much alcohol and do not exercise 
enough. You will be surprised how you can 
make the lifestyle changes and overcome 
these unhealthy habits and you will definitely 
feel better, but it will not cure your ITP. 

So why am I writing about this and why 
do I know something about it? I have lived 
with food allergies all my life. I am still acutely 
allergic to fish, and have intolerance to other 
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foods. A true allergy is life threatening, such 
as the peanut allergy, and this has been 
brought to media attention with the recent 
death of a girl having eaten sesame to which 
she was allergic. My daughter Fiona, was born 
5 weeks premature 43 years ago, and had an 
anaphylactic shock in her incubator at 4 days 
old from being given cows' milk. Fortunately 
she survived, but has the life-long allergy.   

An intolerance is a much lesser reaction 
to food, such as some foods causing a 

headache. This may be due to eating cheeses, 
red wine and other triggers that people can 
usually identify by their own experiments 
and noting what causes these effects. 

Unfortunately diet cannot cure your ITP, 
but a more healthy lifestyle will make you 
feel better. In conclusion, if you find a certain 
diet suits you for whatever reason, then 
stick with it, but be sure you are having a 
balanced diet. Above all, enjoy your food, 
an essential part of our social fabric. 

ITP Forum Update

The ITP Forum met by teleconference in 

November 2018.  They welcomed the recent 

review by NICE of thrombopoietin receptor 

agonists that removed the requirement of 

having to have failed a splenectomy before 

being able to access these agents.  This is 

now more closely aligned with the current 

licence indication.  Forum clinicians have 

had good feedback from their patients 

about the new ITP pocket log app and 

will be putting a link to this free resource 

(http://myhealthapps.net/app/details/538/

ITP-Pocket-Log) on their website. 

ITP Clinical Centres are undergoing a 

national audit of their practice this year 

and the goal is to have this completed 

and reported by April 2019.  The recently 

formed ITP Nursing Forum has met this 

year for an educational event at The Royal 

College of GPs while Dr Cooper collaborated 

with the ITP Support Association to lead a 

local patient meeting at Hammersmith.  

A recent good practice paper on treatment 

to prevent osteoporosis in patients with ITP 

receiving steroids, that was a collaboration 

with the British Society of Haematology, 

was accepted for publication this week 

by the British Journal of Haematology.  

Meanwhile, Dr John Grainger has been 

working closely with NHS England to 

determine the indications for the use of 

intravenous immunoglobulins in patients with 

haematological disorders including ITP, for an 

update of Department of Health guidelines. 

 The Forum will next meet at the 

British Society of Haematology annual 

scientific meeting in April 2019.

by Dr Quentin Hill  (Secretary to the ITP Forum)
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Treating the common cold
The BMJ (formerly known as the British 

Medical Journal) has investigated what 
treatments are effective for the common 
cold in adults and children www.bmj.com/
content/363/bmj.k3786. Based on available 
evidence, cold treatments for nasal symptoms 
are shown in a table aptly called “Not to 
be sniffed at’ which has 4 categories: Small 
or possible beneficial effect; No or unclear 
effect; Likely to be harmful; No evidence 
of effect. For each treatment there are 
symbols showing the evidence of effect for 
congestion, rhinorrhoea (runny nose) and 
sneezing, and any harmful effects, some 
of which include nosebleeds (epistaxis). 

In summary the authors note that 
quality evidence to show over the counter 
treatments work is limited. It is suggested 
that adults consider decongestants alone, 
or combined with antihistamines or 
analgesics to alleviate symptoms. However, 
they recommend that decongestants 
should not be given to children under 
12 as evidence of effectiveness is limited 
and there may be associated risks. 
Long term use of decongestants can 
lead to chronic nasal congestion.

There is more information about treating 
children’s colds on the BBC website at 
www.bbc.co.uk/news/health-45812191 with 
advice from a spokesman for the Royal 

College of Paediatrics and Child Health. 
It seems surprising that there is not a 
huge amount of evidence available for 
treatment of the (very!) common cold!

ITP patients should always read 
the patient leaflet of over the counter 
medicines or ask the pharmacist before 
they make a purchase, and remember 
that ibuprofen is not recommended in ITP 

patients as it affects platelet function. 

The New NHS App
From December the new NHS App is being 

rolled out across England to patients over 16 
years of age, following on from a 2 month 
trial at 30 GP surgeries in Liverpool, Hastings, 
Bristol, Staffordshire and S. Worcestershire. 
The app will enable patients to book GP 
appointments, orders repeat prescriptions, 
see their medical records held by the GP 
surgery, check their symptoms using NHS111 
and register as an organ donor. These services 
are already available to most of us on-line 
but the government believe that the NHS 
App provides a convenient, simple and 
secure way to access a range of healthcare 
services on a smartphone or tablet. 

More information about the app is 
available at https://digital.nhs.uk/services/
nhs-app and a review of how the app should 
work can be found at www.kingsfund.org.
uk/blog/2018/07/nhs-app-will-it-work
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