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PSEUDO OBSTRUCTION RESEARCH TRUST

PORT DIGEST
PORT’S commitment to funding research
Special points of
interest:
•

PORT’s mission is to
fund research into
CIPO.

•

We also aim to educate and spread
awareness.

•

We offer support to
those affected by
CIPO.

•

We are looking to
fund a research project led by St Mark’s
Hospital

•

The research project
title is Microbiome
and metabobomics in
intestinal dysmotility.
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The Pseudo Obstruction Research Trust was formed, in
2006, with the aim to fund
research into the rare and debilitating disease, Chronic
Intestinal Pseudo Obstruction
(CIPO). This is caused by
severe impairment in the ability of the bowel to push food
through, and is characterised
by the signs and symptoms of
bowel obstruction, but without
a mechanical blockage being
present. We also aim to promote education and awareness, and importantly to offer
support, so no one feels alone.
We hope this newsletter will
help us fulfill all these aims.
To date we have funded over
£750,000 towards research.
Later this year, we are planning on funding a research
project led by Dr James Wilsmore, from the Intestinal Failure Unit, at St Mark’s Hospital. The project will be supervised by Dr Simon Gabe. The
project title is ‘Microbiome
and metabobomics in intestinal dysmotility’

Intestinal dysmotility is a condition in which the nerves and
muscles of the gut do not
function correctly. Little is
known about how common
this condition is or why it
occurs. People with intestinal
dysmotility have a range of
symptoms, which can make
diagnosis difficult. These
symptoms can range from
mild to severe. Those with the
most severe symptoms can
have difficulty getting enough
nutrition and can need help
with either tube or intravenous
feeding (via a drip). We all
have bacteria living inside our
bowel. Changes in gut bacteria may have a role in causing
intestinal dysmotility.
The study will compare the
bacteria (gut microbiome) in
people with dysmotility to
those without to see if there
are differences. The aim is to
recruit 75 patients, with dysmotility, and 75 healthy controls. The study aims to gain
understanding how these
changes in bacteria could be

changing the function of the
bowel. This will be achieved
by studying chemicals produced by interactions between
the human body and gut bacteria, in the urine and blood of
people with dysmotility. Participants will be asked for
urine, blood and stool samples. Understanding the link
between gut bacteria and intestinal dysmotility may help
develop a new test to help
diagnose the condition, or
suggest a potential treatment,
by manipulating the gut bacteria in people with dysmotility.

Dr James Wilsmore and
Dr Simon Gabe

PORT children create rainbows
The children from PORT,
know more than most how
important the NHS is. To
brighten our days they
shared pictures of their
rainbows on our charity
group, which were then
shared on our other social
media accounts too.
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Personal Stories
Ellie-Mai (Written by mum Anna Poll)

Ellie-Mai and her sister Chloe

PORT is an amazing
charity, and the personal
support they give is
priceless.

Ellie-Mai was born in
2011 at 42 weeks. She is
my third child and I had
an unremarkable pregnancy and straightforward
labour. As soon as she was
born I knew there was a
problem. She was screaming, as if in pain, and
would not latch on. The
midwife insisted it was
because of a quick labour.
I was not convinced!
We brought her home and
the crying and poor feeding continued. After 12
weeks she was almost unresponsive, was hospitalised (again) and given an
NG tube. She never managed to wean, as food was
too painful, and at 11
months we moved to a

PEG. We had lots of tests
and many conditions ruled
out, but it wasn't until she
was 3 1/2 that we spent 2
weeks in Addenbrookes
and got the diagnosis of
Chronic Intestinal Pseudo
Obstruction.
Having a diagnosis was a
huge step forward, but
with it being such a rare
condition, information is
difficult to come by. In
May 2018, I found the
PORT charity group on
Facebook and the support
has been amazing. It is so
nice to be able to ask people for their experiences
on things you are going
through.
In September 2019, Ellie-

Mai had an ileostomy. The
advice and support from
PORT has been a lifeline.
People helped us as parents to prepare ourselves,
and Ellie-Mai for the stoma. She, incidentally, has
taken to it like it's always
been there! We have thoroughly appreciated the
support we've received,
and the lovely Sue Stewart
even managed to arrange a
teddy for Ellie-Mai with a
Mic-Key Button and an
ileostomy. He is adored,
and has also been into
school to help with a talk
on what Ellie-Mai has had
done. PORT is an amazing
charity, and the personal
support they give is priceless.

Alby Smith
Hi, my name is Alby and I live in Napier, New Zealand. I’ve been living
with CIPO for nearly five years. I am
now eleven years old.
When my doctor told me, in 2016, that
I had this disease, I was sick in hospital,
trying to get better. My mum had never
heard of this disease before, and didn’t
know anyone in NZ that had it. So she
googled it and found the PORT charity
page. We then knew we were not alone.
Through their Facebook page, we got to
know Sue Stewart well. She has supported us heaps, and given us lots of
info about this disease. She even sent
me a buttony bear!
Now for the really cool part…. Last
year, in October, we got to meet her in
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London! It was amazing to meet her
and her husband Barry. She is very special and a kind person. She has done so
much to help people with this disease,
by raising money for research, and being a supportive friend. I hope to see
her again one day.

My mum had never
heard of this disease
before… So she
googled it and found
the PORT charity
page. We then knew
we were not alone.
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Fundraising for our charity.
Unfortunately, due to the
current restrictions in regards to gatherings, many of
our charity events have been
cancelled. Notably, Arran
Stanier and Jeremy Oberle
were planning on running
the Vitality London 10K for
PORT in May, and PORT
were planning on taking
part in the Annual Colourthon in July. The Colourthon, in particular, is a
major fundraiser for PORT,
with a team taking part each
year and raising significant
funds for our charity.
However, there are still opportunities to raise funds for
PORT, and we would en-

courage members to consider these different ways.
PORT is signed up to both
easyfundraising and amazon
smile. The basic principles
for both are the same, in that
when you make purchases
the retailer makes a small
donation to the charity. The
main difference is easyfundraising collects donations
from thousands of different
retailers, whereas amazon
smile is solely related to
amazon purchases.
It is very straightforward to
create the accounts, and
only takes minutes. To sign
up with easyfundraising and
support our charity go to

www.easyfundraising.org.u
k/causes/port/ where we are
listed as ‘Pseudo Obstruction Research Trust.’
To sign up for amazon smile
we are listed as Port https://
smile.amazon.co.uk/
ch/1114217-0
There are also apps for both
easyfundraising and amazon
smile, if you like to do your
online
shopping
from
your phone. You just need
to remember to go through
these apps to do you shopping for the donations to be
applied.

On your computer, easyfundraising offers a very
useful tool reminder. It
means that, instead of going
through the easyfundraising
website each time, you can
go straight to your chosen
retailer, and a message will
pop up asking you if you
would like the retailer to
make a donation. When
collecting donations from
amazon, you just need to
remember to go through
amazon smile each time to
collect donations.

TeamBob’s Lockdown Fundraiser - Front Door Portraits
Lesley Beer and her family and friends
have been longstanding supporters of
PORT via TeamBob. Lesley’s son
Robbie suffers with CIPO. In the last
few years they have raised a total of
£27,000 for our charity.
Due to the lockdown, and all the events
and events that were organised for
Bob, on behalf of PORT, being cancelled Hannah Sidi, a friend of the family, kindly offered her photography
skills. The invitation was/is to anyone
either in or within walking distance of

the Croftfoot area, in Scotland, encouraging them to make contact and arrange their session.
Hannah comes along with her telephoto lens, and photographs families from
the street. The photographs take about
10 mins and are then available to
download via email. As the photos are
free of charge, people are asked to support TeamBob by making a donation to
PORT charity. To date this innovative
venture has raised over £351.25 for
PORT.

Facebook Birthday Fundraisers
We are so thankful to all those that support our charity, and
would like to thank all those that have taken up the opportunity to create birthday fundraisers. To date, since setting up this
feature at the end of last year,
PORT has raised £1488.85 from
these fundraisers. This money is
more important than ever at this
time, and we would like to encourage others to set up their
own birthday fundraisers to raise money for our charity.
The process is really simple to do. If you have registered
your birthday on Facebook, you will be sent a message asking you if you would like to set up a birthday fundraiser.
You will be then led through the steps, and given the option
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to choose Pseudo Obstruction Research Trust to support. If
you don’t have your birthday registered on Facebook, you
can still easily set up a fundraiser.
You just need to type in ‘Birthday
fundraiser’ in the Facebook search
bar, and then click on ‘Create a
birthday fundraiser’ where you can
then choose to support our charity.
During the process of setting up
your fundraiser you can set your
goal amount and the end date (both of these can be changed
once the fundraiser has started). All money raised makes a
difference to our charity, helping to fund life changing research into the cruel disease Chronic Intestinal Pseudo Obstruction and severe dysmotility.

PSEUDO OBSTRUCTION RESEARCH TRUST (PORT)

Steeple Lodge
Church Lane
Doddinghurst
Brentwood
Essex
CM15 0NJ

The Pseudo Obstruction Research Trust (P.O.R.T.) was formed by Sue Stewart
(Chairperson) and Sonia Frost (Trustee), in 2006, in memory of Sonia’s
daughter Emily Jasmine, who passed away in 2005 from complications of
CIPO aged only 2.

Phone: 07939 885699
Email: sue_stewart_pseudo@hotmail.co.uk

The aim of the charity is to fund research into C.I.P.O. and raise public and
professional awareness into this serious and sometimes fatal illness. With
£750,000 of research and equipment funded so far, we need support to raise a
minimum of £50,000 per year to fund this research.
P.O.R.T.’s mission is to fund research into CIPO, raise public and professional awareness of the condition, and improve understanding of and treatment
options for CIPO.

Organization

We’re on the web!
www.port-charity.org.uk

The charity also provides support to patients and their families. We offer a
Facebook support group and we’re always open to people messaging and
emailing for support and advice. We cannot give medical advice, but we can
point you in the right direction.
P.O.R.T. always needs support both from companies and individuals. If you or
your friends/family fancy raising some money, doing a sponsored challenge, ,
asking your local shop if they’ll put a collection tin on their counter or supporting us by making a donation, then this will be greatly appreciated. Likewise if you are a business or a company please do consider offering us financial support.

Follow us on social media
https://www.facebook.com/groups/34457031656/
https://www.facebook.com/PORTCharity/
@port_charity
https://twitter.com/portcharity

Useful Tips
We are always pleased to offer support
and help to one another. Our closed
Facebook group is a great forum, to
ask questions, share advice and receive
support.
During this time of lockdown, it is advised to keep moving to stay healthy.
For some people, particularly those in
the shielding group, this can be difficult. YouTube have some great videos
and resources, including stretching and
low impact exercises for those who
struggle with mobility.

Page 4

Whilst in lockdown a different
Lloyd Webber musical is streaming each week on The Shows
Must Go On!, a new YouTube
channel devoted to this project.
Each show goes live on the channel on Friday at 7pm (BST) and
usually remains viewable for 48
hours afterwards. In addition to
full length videos, the channel
streams clips and behind the
scenes footage.

If you have any hints or
tips you would like to share,
or if you would like to
share your personal story,
in a future edition of the
newsletter, then please do
get in touch. Likewise, if
you have any suggestions
or recommendations then
please do contact us.

Disclaimer: Please note, that whilst every effort has been made to ensure the accuracy of this newsletter, information may
not be comprehensive, so please always seek professional advice. April 2020.

