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Editorial - A note from our chair
This is our final edition in 2018. In the centre of this newsletter you will find two very
important documents your ‘Membership Renewal Form’ and a form to either join or
renew your ‘PPP Club number(s).’ To make life easier for you, you can return both
forms to the same address. Please return them by the deadline of 1st February 2019.
It is important as, if we have to send out reminders, it eats into the valuable PINNT
funds, which we would rather spend on supporting you in every way that we can.
As we come to the end of another year, it’s been one of highs and lows. Once again, we’ve been dealing with a
very busy agenda, and we’re extremely proud of all our achievements in 2018. Sadly though, we’ve put greater
demands on our volunteers while we support some of TeamPINNT who have been confronted with on-going
and unexpected ill-health. We send get-well wishes to everyone who is currently struggling, and a big ‘thank you’
to our valiant volunteers who muster on to the best of their ability.
Finally, wherever and however, you spend this festive season, we wish you a peaceful and happy time.We recognise
that food and drink features highly on most people’s festive celebrations; for many of you this will present extra
difficult and challenging situations. Please find a way to cope that works for you, Christmas is more than simply
food and drink and shouldn’t be solely focused on this – you can use your voice to educate others.
We look forward to receiving your membership renewal for 2019 – you won’t want to miss out on an exciting
year ahead with PINNT.
Carolyn Wheatley, Chair PINNT
Online email:
comms@pinnt.com
Online address:
PO Box 3126, Christchurch, Dorset BH23 2XS
Front cover picture – TeamPINNT – left to right:
Tracy Hill, Julie Connery, Carolyn Wheatley, Gary Taylor and Steve Pearson-Brown.
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Letters and comments to PINNT
Dear PINNT
Online Issue 3 was another great edition, I enjoyed reading it - as I always do when it arrives. I live within easy reach
of the new group in Birmingham. I’m not on Parenteral Nutrition (PN) but I hope they will welcome me as an enteral
patient. My family would certainly benefit from meeting other people too. It’s been a long and difficult road for us so
far, and, as a man with a long-term illness, I find the need to ‘man up’ difficult at times. The expectation that I should
be able to cope brings a lot of pressure.
When I read ‘Kick-starting a PN group in Birmingham’, page 21, Issue 3 - something struck a chord with me, the
sentence - “the healthcare professionals left us to allow for a truly patient-focused meeting”. This is exactly what I feel I
need, the chance to speak openly with people who will associate with what I would like to share and discuss. Long-term
illness and enteral feeding are really getting me down. I look forward to hearing more about the group soon.

‘Bob’
Name changed

Dear PINNT
Thank you very much for the information about travel insurance and travelling. As this was my first holiday in nine
years following my bowel resection in 2011. The preparation was stressful, as it was the first time, I wanted to make sure
everything was in place. We went to Cyprus for a week. The travel company was very good - they make it less stressful
by doubling my baggage allowance for my medical supplies and ancillaries.
In the end, all the planning was worth it as it was great to go back and see some friends and enjoy the lovely island and
weather. Please accept a donation as a thank you for sending the information about travel tips and other editions of
Online.

David

Dear PINNT
It was an impressive HAN week this year. Thanks for sharing the stories so far. I look forward to reading the next ones
in the following newsletter. It was a very interesting feature about the visit to the compounding unit at Baxter. Claire
shared an insightful summary of the visit.
I’ve always been grateful for my PN (parenteral nutrition), having read the feature it brought greater appreciation for a
very complex treatment that could easily be taken for granted. Well done and thanks to those who shared their stories
with us.

Jane

Dear PINNT
Please find enclosed a cheque for £110, which was collected through a sale run by friends. Sian and her daughter have
been friends of ours for many years and they wanted to donate the profit from sales of their homegrown produce to
PINNT.
Many thanks

Jackie and Mark

Fo l l o w u s o n Tw i t t e r @ P I N N Tc h a r i t y -

Tell your friends and follow us.

Online Contacts
Executive Officers:
General Secretary - Steve Brown - 07500 871547
Email: sbrown@pinnt.com
Chair - Carolyn Wheatley - 01202 481625
Email: cwheatley@pinnt.com
Online:
PO Box 3126, Christchurch, Dorset BH23 2XS
Email: info@pinnt.com
Telephone: 01202 481625

www.pinnt.com

PINNT:
PO Box 3126, Christchurch, Dorset BH23 2XS
Email: info@pinnt.com
Website: www.pinnt.com
VNT – Virtual Nutrition Team (Advisory Board)
Email: VNT@pinnt.com
National Secretary:
Julie Connery
Email: secretary@pinnt.com
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#verify – PINNT’s medical tag
Our Medical Tag was designed to aid people when out and about; it’s not just for
airports – it’s for use in lots of public places to provide added verification that the pump
is medical equipment. We are delighted that our Medical Tag is now available for all
members who wish to order one for their rucksack.
We have received useful feedback, which will help us modify it and make
it even better! Both the Tag and supporting information will be given an
upgrade. We hope to offer this in 2019.
You will receive:
1 ‘medical tag’, a covering letter for your personal use and an information card to slot inside your rucksack or
handbag.
Applications can be made by:
email: comms@pinnt.com or by post: PINNT, PO Box 3126, Christchurch, Dorset BH23 2XS
Please include:
•
Your full name
•
Address including your postcode
•
A contact telephone number
•
Your PINNT membership number
The Medical Tag will not eliminate the need for you to verbally explain what you have, why you need it and what’s
in your rucksack. It has not been designed to dispense with any supporting letters you usually have when travelling,
especially through an airport or departure port. It’s intended use is to ‘verify’ what you’re saying – you are carrying genuine
medical equipment.
This will be an exclusive offer for PINNT members and the ‘medical tag’ will not be available via any
other source or sponsor.

VNT guidance (Virtual Nutrition Team)
Good news – the VNT guidance documents are now
available upon request in a printed format. The current
topics are:
• Dental care for people on enteral nutrition (EN)
• Microblading and tattoos
•	Muscle cramps and HPN (Home Parenteral Nutrition)
• Swimming with parenteral or enteral nutrition
• Prepping line for Taurolock™ and PosiFlush™
•	Use of Biopatches® and port protector caps (PDF only
on the website)
If you would like to receive a copy of a guidance document
or more than one, please email: comms@pinnt.com or
telephone: 020 3004 6193. State which one(s) you require,
provide your full name and address along with your
membership number.

Donations

Thank you for all your thoughtful donations. These come in different ways; general
donations, special events, in memory of loved ones as well as regular donations received
directly into the bank. We are sincerely grateful for every donation we receive. A full
update will be given in the first edition of Online in 2019.
To everyone who attends regional or local events and buys raffle tickets - ‘Thank you’ - we
really appreciate your support.
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Season’s
Greetings
from all at
PINNT
Features and updates to follow in 2019
We apologise that several promised updates and features are missing from this newsletter. We’ve had a tight schedule
to deliver the final edition in 2018, therefore we’ve not been able to include all we intended to.
In the next edition we will include:
☛	A feature about the new booklet ‘Living with artificial nutrition’ launched on day three of HAN week 2018.
☛	Feedback on the CVC survey which members contributed to and which was used to formulate a presentation during
the BAPEN (British Association for Parenteral and Enteral Nutrition) annual conference in November 2018 and
other features.
☛ Small dripstand/PINNT-LITRE stand.
☛ LITRE (Looking into The Requirements for Equipment) – enteral project.
☛ Validation for cold-chain boxes supplied by PN (Parenteral Nutrition) homecare companies.

HAN (Home Artificial Nutrition) week 2019
SAVE THE DATE Our seventh HAN week, 5 – 11 August 2019. Further information in a future edition of Online.

A quick and easy way to donate to PINNT – Just Text Giving, give it a try.
It really is simple – text the word TUBE25 and then an amount (don’t use a £ sign). You
have a few choices with the amount; it can be £1, £2, £3, £4, £5 or £10. You then send
it to 70070. So for example if you want to donate £2 to PINNT type the following into the
message - Tube25 2 - and then send it to 70070.
You will then get an automatic text message receipt. There will be instructions about applying
Gift Aid to your donation; everything helps. It’s that simple and easy so don’t forget PINNT
this year especially as we approach the end of our anniversary year. We still have lots of
exciting projects and we depend on your generosity to help us achieve our goals.

www.pinnt.com

To: 70070
TUBE25
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Groups updates
North West PINNT meeting
I was pleased to welcome local PINNT members who
had not attended one of our meetings previously.
It was lovely to see some familiar faces too. The
meeting was held in All Saints Church Centre in a
lovely room with squidgy sofas. It had a relaxing feel
to it which is what I wanted to achieve.

bags online! The health care companies who were
present all confirmed that their drivers would collect
any clinical waste for disposal.
We held a raffle with all donations going to PINNT
and I’m happy to be able to send a cheque for £30
to PINNT.

And, finally, we talked about the location, accessibility,
parking facilities etc. It was agreed that this was a
We had a brief update about PINNT’s AGM, which good place to hold our next meeting and, on that
had been successful; one of our attendees mentioned note, I have now booked the room for 7th February
how useful it had been, highlighting the session 2019 at 1.00 pm.
regarding Benefits. Many people are not aware of I’d like to give special thanks to the two speakers and
the work that PINNT does in the background and
all the healthcare professionals who came along and
the amount of effort which goes into working with
gave invaluable support; it is very much appreciated.
healthcare professionals to ensure that there is a
voice for people who are fed either by HPN (Home I look forward to welcoming you all to our next
Parenteral Nutrition) or HEN (Home Enteral meeting.
Nutrition). The importance of both the Medical Have a lovely Christmas and I wish you all the very
Tag and the Restaurant Card was mentioned, both best for 2019.
of which are available free of charge to PINNT
Liz
members along with a variety of leaflets (which were
all displayed at the meeting).
We welcomed Nigel from the Ileostomy Association
(www.iasupport.org) who gave a most interesting and
enlightening talk about the work that the Association
does. They provide a wide range of leaflets to support
people of all ages and have professionals who are
willing to pay home visits. Nigel had a lanyard which
is currently available from Manchester Airport. If
you ask for one of these (they are yellow and green)
and wear it, you will be given priority going through
customs, as it is recognised that the wearer may need
some help or special assistance. Nigel has also used
‘Safehands’ which is a group of hotels equipped
with various items such as dripstands, special
beds, harnesses etc., which would help some users
who are perhaps put off by the thought of having
to transport lots of equipment on a holiday. Visit
safehandsholidays.co.uk

Reading PINNT meeting
The first meeting of the Berkshire PINNT group, for
some time, took place in Reading on 1st November
2018. Those present included the full spectrum of
users of Home Artificial Nutrition (HAN). We were
treated to some useful information about PINNT
by Sylvia Cottee - PINNT’s Regional Groups
Co-ordinator. She explained what is on offer to
members both old and new. This was followed by
a talk on Listening Therapy from Grace Jell of the
local Talking Therapies team. She discussed stress
and different ways of dealing with it, including an
explanation of how talking therapy may be beneficial
to those on EN or TPN.
The meeting also included time for people to mingle
and talk to those in a similar situation to themselves.
Support nurses from local service providers were
available to answer queries related to their provision
of HEN or HPN service and the specific support
they can offer in relation to this.

Claire from Independence Products Ltd (IPL) also
joined us. IPL is a relatively new company which
provides shower protectors which may be suitable
for some individuals. However, as with all products,
you need to discuss your individual requirements
with your nursing teams before trying out any new Many people commented on how interesting and
products.
informative they found it; for some it was the first time
We had a group discussion on waste disposal. It they had met other people receiving tube feeds.
was amazing to discover the differences between We are delighted with the success of the meeting and
the local authorities; some will provide and collect
are planning to hold the next one in spring 2019, so
clinical waste via the ‘yellow/black’ bag system
watch this space!
whilst others do almost nothing. There was one
instance mentioned of a patient buying her own
Rhian Howells
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Travel Special
Talking Points 1
Considering Travel …
A leaflet specially designed to
facilitate discussions between
yourself and your healthcare
professionals prior to considering
or arranging a holiday. Helps you
to ask questions that you may not
initially think about.

Talking Points 2
Travel Insurance …
Apart from deciding where to
spend your holiday, ensuring
you take out the right travel
insurance is possibly the second
most difficult decision you’ll need
to make. Trying to determine
exactly what cover you’ll need
and what you need to declare
for medical screening is essential
to taking out the right policy.
Talking Points 2 has been written
to provide a thought provoking
list of consideration points to aid
the process of obtaining travel
insurance.

Holiday Guidelines
Once you’ve read Talking Points
1 and 2 you can think about the
practical aspects to help you
book your holiday. A step-bystep guide, written by patients
and carers for members to
highlight the process to try and
address all aspects of arranging
a holiday with parenteral or
enteral nutrition.

Talking Points 4
As promised in the last issue
of Online we are proud to
announce that Talking Points
4 is now available on our
website along with printed
copies you can request. It has
been produced in response
to the questions relating to
the withdrawal of fridges for
holidays in the UK under the
HPN Framework in England.
It’s on the website in a number of places but here is the
main link: www.pinnt.com/News/New-Talking-PointsInformation.aspx
If you would like a copy posted to you please
email:
info@pinnt.com
write
to:
PINNT,
PO Box 3126, Christchurch, Dorset BH23 2XS or telephone:
020 3004 6192 or 01202 481625.
Need to consider how to transport your PN around
England and where to store it while away? Read Talking
Points 4 for some advice. We want to support members
being able to travel within the UK; the withdrawal of
fridges still presents issues for members. Hopefully this
leaflet will raise discussion points for assisting with travel
in the UK.
Travel insurance – this is covered in Talking Points 2
but please ensure you are appropriately insured when
travelling. Always purchase insurance wisely; remember
you have specific needs so don’t assume a policy someone
else purchased is right for you. Here are a few consideration
points:
Refer to Talking Points 2 for further information.
• Base your decision on the cover and not the cost.
•	Declare everything – if you are unsure of the relevance
of a condition or treatment ask.
•	Purchase travel insurance as soon as you book your
holiday.
•	Know the terms and conditions between a single trip
policy and annual cover.
•	Don’t try to add a condition after you’ve taken the
policy out which you then want to claim for an up and
coming holiday or episode of travel.

All our booklets mentioned above, along with other useful information, can be found in the Members Area
on www.pinnt.com
If you do not have access to the internet you can contact PINNT on 020 3004 6193 for further information.

www.pinnt.com
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‘Safety’ poster reminder

You can claim your FREE poster as a PINNT member.
Designed for all HPN/TPN adults who go into hospital, to address key
questions about your treatment and care plans. We have asked parents to
review this so we can produce a poster for children if there is a need and
input from families.
Request your poster now. Telephone: 01202 481625 or email
comms@pinnt.com
We will need to give:
• Your name • Full postal address • Membership number (if you remember it).
The poster has been endorsed by:
• NNNG - National Nurses Nutrition Group
• NIVAS - National Infusion and Vascular Access Society
• ANTT - Aseptic Non Touch Technique
• PINNT
Further copies can be purchased directly from PINNT
http://pinnt.com/News/Safety-poster.aspx
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✂

Please read and complete this section prior on General Data Protection Regulation
(GDPR) before filling in the form below: As a member of PINNT you will receive
information about our events, initiatives and resources. None of your personal data will
ever be passed to a third party. However, from time to time PINNT may wish to notify you
about our activities, updates and meetings and the benefits of your PINNT membership.
We will use this information to ensure we provide the benefits of your membership.

www.pinnt.com
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✂
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Your PINNT Prize Pot Club Membership Number(s) will be allocated and a membership card
issued stating your numbers. Each draw has three prizes and the amounts are dependent on the
number of PPP Club members. To make this work we need at least 100 members/numbers
allocated.

✂

So, come on everyone – renew or join to support PINNT – you could be one of our lucky
winners in 2019. Please encourage friends and family to help support PINNT, £12 a year is all
it takes.

www.pinnt.com

Online Issue 4 - 2018 - 11

✂

Please then sign and date the form below and return to the PINNT Prize Pot Club
address – please return your form by 1st February 2019
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HAN (Home Artificial Nutrition) week 2018 updates - part two
In this edition, we are delighted to share the final featured stories for HAN
week 2018. If you missed the first three, you can find them on the website.

Day four, HAN week
David: Carpe Diem (Seize the Day)

My name is David and I’m from
Aberdeen, Scotland - this is my story.
In March 2016 I was diagnosed
with Short Bowel Syndrome. I was
admitted as an emergency to A&E,
where it was discovered I had suffered
an ischemic bowel due to a complex
internal hernia. As a result, I lost 150
cm of my short bowel. In surgery
they created an ileostomy (a surgical
procedure which brings the end or
loop of small intestine out onto the
surface of the skin – creating a stoma
or artificial opening - Intestinal waste
passes out of the ileostomy and is
collected in an artificial external
pouching system which is adhered
to the skin). My stoma output
reaching up to three litres a day. I

was in hospital for three months as
I had contracted C-Diff (a bacterial
infection), which contributed to my
high stoma output and hindered my
progress. I was prescribed St. Mark’s
Solution (an oral rehydration drink)
in place of water to help replenish all
the salts I was losing. I managed to
live with Short Bowel Syndrome for
a year unaided. However, due to my
malabsorption, which led to weight
loss and often unbalanced magnesium
levels, it became apparent that I
needed medical intervention.
It was at this point that I was
introduced to Home Parenteral
Nutrition (HPN). I was warned that it
could be life-changing and restricting.
Hence, my decision to commence
HPN wasn’t taken lightly. I live by
the mantra ‘Carpe Diem’ - Latin for
‘Seize the Day’ and that’s exactly what
I planned to do - even with HPN.
It has been life-changing for me, but
in a positive way, as it has given me the
strength to continue living my life to
the fullest. Initially, I was on six nights
a week of PN via my Hickman®
line – but, following assessment and
discussion, it was agreed, with my
consultant, that I could reduce to four
nights a week.

My granddaughter provides all my
care twice a day and, as a result, we are
joined at the hip. Hydration, for me
must be very finely balanced as I can
become overloaded with fluid easily
due to my congestive cardiac failure,
but equally I must be conscious that I
don’t get dehydrated due to my high
stoma output. Our lifestyles have both
changed but we have adapted, and
HPN has made us closer than ever.

Prior to becoming unwell, my wife
and I were committed cruisers and
I thought those days were gone. I
am very pleased to say I have just
returned from my second cruise
with my wife and family. I was an
HPN newbie on the first cruise
and had just been stabilised on my
prescription for twelve weeks. On
our 17-night Baltic cruise we visited
Copenhagen, Denmark, Stockholm,
Sweden, Helsinki, Finland, St
Petersburg - Russia, Talin, Estonia,

www.pinnt.com
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Ronne, Denmark, Wismar Germany
and finally Amsterdam. Not bad
for 85-years-young! This required
some organising as you can imagine!
However, not enough to put me off
booking my second cruise post-HPN
to the Mediterranean, earlier this
year. We visited France, Spain and
Portugal. (My new PINNT medical
tag came in handy.) The assistance
given by Lloyd’s Pharmacy was first
class and made the process seamless.
My wife and I make the most of my
nights off PN and like to go out for
meals and nights away.

DUM VIVIMUS VIVAMUS - WHILE WE LIVE LET US LIVE

Day five, HAN week
Kim: The Power of PINNT Bears

Every year a select few bears go
through rigorous training at the
‘PINNT University’ before graduating
with a qualification allowing them
to become a ‘PINNT Bear’. These
bears are then purchased through
the PINNT website by many people
around the country and eagerly await
adventures with their new family.
In 2016, while in hospital, I received
a package which, unknown to me,
contained my very own PINNT Bear.
Initially, I just saw him as another
teddy, one that would add to my
extensive collection at home and
gather dust. The only difference I
could see was that this bear had a Tshirt which highlighted the fact that I
was different. He was cute, and I was
happy to be an owner of a PINNT
bear, but I was completely unaware of
the impact that he would have on my
life.
When I was first diagnosed, it felt as
if my world had stopped spinning. I
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wasn’t ready to change my life just so
that I could cater for how I was being
fed, and I certainly wasn’t ready to
lose the fun and adventure from life. I
struggled to see past tubes, pumps and
hospitals for a while, and I thought
I’d never jump into a swimming pool
again, let alone an aeroplane and go
on holiday.
It was a visit from a close friend who
made a cheesy statement, along the
lines of “Even an arrow needs pulling

back before going forward” that gave
me pause for reflection. I remember
laughing, raising an eyebrow and
telling them to stop being a muppet. In
fact, it was because of what they said
that I took a second look at everything
and thought about how I could best
deal with it all. I could either view my
diagnosis as a set-back, or as something
that would lead to something great!
Just like an arrow does after being
pulled back… So, from that moment,
I’ve always chosen the latter!
Subsequently, my bear was named
‘Arrow’ and he’s become well-known
amongst family, friends and on
Facebook. He comes everywhere with
me and is a big part of what I do. He’s
travelled the world, got me ‘behind
the scenes’ of many places and has
been the reason that I’ve continued
to push boundaries and managed to
get everyone and anyone to pull a silly
face for a photo, which I find quite
funny.
Arrow and I started a Facebook page

www.pinnt.com

called ‘Face Everything and Rise’ to
publicise our adventures and to show
the boundaries that may be pushed
when you’re artificially fed. We’ve also
managed to raise a bit more awareness
of Home Artificial Nutrition (HAN).
At 29, it’s not exactly cool to publicise
the fact that I have a bear that I take
everywhere, and it’s also probably
not cool to say that he’s changed my
life either, but I’d be lying if I said
otherwise. We’ve been abroad on
many occasions. He’s been behind
the scenes of both P&O cruise liners,
Oceana and Oriana, and he has even
been up onto the Bridge to meet
the captain. He’s also been in the
cockpit on a BA flight and managed
to persuade the pilots to pull funny

faces for the camera too. He’s met the
guards at the Coliseum in Rome and
the people at Hammond Dry Suits who
make swimming possible for people
with lines. He’s been white water
rafting, crabbing, ice diving, zorbing,
horse riding, skiing, to a wedding and
even on a fast rib ride in the Solent
too. He’s met Gary Hunt (the Red
Bull Cliff Diving champion), Michael
Owen (the ex-England footballer) on
a waterpark flume and even managed
to meet a few of the Harlem Globe
Trotters too.
I’ve managed to – accidently – leave
him behind at the O2 Centre in
London after climbing over the roof
and received a text from a restaurant
owner telling me that he would be in
good hands until I returned. He’s been
the teddy I practised injecting on while
I was being taught how to administer
injections into my stomach, and he’s
also been in theatre with me on many
occasions. He may just be a bear, but
to me he’s a symbol of possibility. Fun
can still be had, and memories can still
be made!
Since having Arrow I’ve learnt that
once I’ve introduced him people
want to learn more about artificial
nutrition. The greater the awareness
the fewer restrictions we all face, the

more opportunities available to us,
and the more understanding we gain.
Wouldn’t it be great to live in a world
where you only get looked at because
you’re doing something interesting,
rather than because you look a little
different?
I believe that if every reader of Online
bought a PINNT bear and started
to take them out, the awareness of
PINNT and HAN would be incredible!
So, grab your bear, think of a name for
it that motivates you, and go spread
awareness, happiness and fun!
P.S. Don’t forget to upload your
adventures and photos onto the
Drippy Bear Facebook Page so that
we can continue to see the great work
you’re all doing in raising awareness.

Day six, HAN week
Lewis: Living to the beat of the drum!

My name is Lewis. I have a Hickman®
line and I am fed daily with Total
Parenteral Nutrition (TPN). I hold
down a full-time job as a junior
artwork specialist and I am also the
drummer in the pop punk band ‘This
Time Last Year’. My line was fitted
about five or six years ago during
my first year of university. Initially
I thought I wouldn’t have a quality

www.pinnt.com

of life anymore; I wouldn’t have any
freedom because I would be attached,
and I believed that with having this
line in my chest, people would see
me differently and that basically my
life was over. But, I’m here now and
because of this line I’ve been able to
do so much. I’m able to work, I’m able
to play in the band and that is solely
down to the TPN. If I didn’t have this
line, I wouldn’t be the person I am
today.

I think another one of the other
reasons I am the way I am today is
the support network I have around
me. I’ve got the most amazing friends,
family and girlfriend that anyone
could ask for. They’re always there to
talk to and they are the reason there
is so much normality in my life and I
can do the things that I do. It’s also
nice that the PINNT network is there
when I’m feeling down, or when I’ve
got any questions about anything.
Say you like travelling or something,
you’ve always got them to talk to and
there are a lot of like-minded people
in the community.
I guarantee whatever you are going
through right now, someone on that
network has gone through it. Yes, I
think we can all thank PINNT for
being there.
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Day seven, HAN week
Tom: Stay positive
I’m Tom, I’ve been on home artificial
nutrition (HAN) since the age of two
and a half due to mesenteric cysts
(these are in the membrane that
attaches the intestine to the abdominal
wall) in my small intestine, leading to
most of it having been removed - I’m
now the grand age of 32!
For the past eight years I’ve received
my artificial nutrition intravenously
via an implanted port, prior to that
it was via a Hickman® line. When
I was very small, I received enteral
nutrition (EN) as well as the parenteral
nutrition (PN), but this was only for a
short period of time.
Initially I was under Birmingham
Children’s
Hospital but since
becoming an adult I’ve transferred
to Queen Elizabeth Hospital,
Birmingham. I’ve only ever known
artificial feeding, although I’m grateful
I can eat normally too, but that’s
more out of habit and because those
around me do; I get no nutritional
benefit from it. I’ve grown up with
PN, and because of that, it’s always
been there, and I’ve accepted it.

School was normal, and I did
everything I could to have as normal
a school life as possible. The only
difference was not showering after PE
in front of the other kids - my peers
thought this was an advantage as it
was extremely uncool to shower in
front of everyone else anyway. I even
went on a residential trip in my early
secondary school years with the rest
of the year, which my mother came
along on to administer my feed - only
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my close friends and roommates were
aware of my condition and why my
mother was on our school trip!
My personal mantra is to live life to
the maximum wherever possible.
I’ve always wanted to be ‘normal’,
whatever that is, even though I have
HAN. I work full-time and have
progressed through my career with
no special dispensation for my illness
and with very few of my peers being
aware of my condition.
I play competitive sport on a weekly
basis and train twice a week to
maintain fitness. I am a keen sportsman
and enjoy playing numerous sports
throughout the year.
I have always attempted to maintain
a positive outlook on illness and
it doesn’t impact on me living a
relatively normal life. I regularly
holiday abroad and although it takes
a lot of planning in advance, this
is by no means a barrier that can’t
be overcome with preparation. I
believe in being a responsible person
who prepares and plans to cover all
potential eventualities. Obviously,
there is always the potential for the
unexpected to happen but, let’s be
honest, everyone is subject to this. It’s
a case of juggling the normal with the
unexpected.
A recent trip to Australia was
amazing; again; it was all about the
planning - the holiday, the feeds,
the accommodation etc. I was also
planning something extra special
during the holiday with my girlfriend.

I’d arranged for a helicopter to fly
over the Barrier Reef and land on a
small sand quay. Once landed, I got
down on one knee and ‘popped the
question’. I now have a fiancée! We
are planning to get married in May
2019 - more planning of a different
kind.
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Day seven, HAN week
Clare: Life is an adventure
nil-by-mouth
in
the middle of a
full-time degree?
Well, I made the
decision to let it stop
nothing. I took no
time off apart from
when I had my first
tube fitted and that
was only because
of the worry over
refeeding syndrome
(metabolic
disturbances
caused by introducing nutrition to someone who may be
malnourished) which, fortunately I didn’t get! I’ve continued
to work my placements; my patients have been inquisitive or
completely ignored the tube and to those who asked questions
I was quite happy to explain why I had it. The staff I work with
have been accepting and supportive and, I think, surprised
that I have carried on.
At the end of my second year, I planned my trip to India. My
university and local hospital have links to a charity in southern
India, the Rural Development Trust, Vincent Ferrer in

Hi, I’m Clare, I’m 45 and a student nurse. This is my story.
It started with vomiting in early November 2017 and that’s
the last time I successfully ate or drank something. Since then
I’ve been prodded and poked by several different hospitals
and they discovered that I have had a virus that has damaged
my vagus nerve resulting in no peristalsis. I have been fed
enterally via a nasojejunal (NJ) since April 2018 and am
currently waiting for a Percutaneous Endoscopic Jejunostomy
(PEJ) as the damage is too severe to repair and no patient
wants their nurse to look as if they have more health issues
than them!
I think I have coped very well with this life change, I made
my peace with it quite early on. It is perhaps easier for me
to accept, than my
friends and family,
as I can feel that
nothing inside me
works. I look at the
positives; I don’t
vomit constantly
anymore, I’ve lost a
lot of weight - I will
never be overweight
again and I am a
cheap date!
So, what do you do
when you become
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Anantapur - which
runs a hospital and
several community
projects. Both the
university and my
medical team were
concerned
about
me going, but I
refused to allow my
condition to stop
me from having
this or any other
experience. I feel
good thanks to the
antiviral medication
and feeding tubes
and pumps are now part of my professional and personal life.
I am so pleased that I pushed to go, it has been the most
valuable and rewarding experience of my life. I have worked
for the NHS for 26 years and thought I had seen it all. I had
not. This charity provides healthcare for the poorest Indian
communities at a fraction of the cost. Their ways may be
different from our own, but they get there in the end. The staff
were welcoming and open to showing us how they operate;
the patients and their families made us feel like royalty and
were so pleased to see us.
The
charity
housed and fed us
(I went with five
other
students)
and organised a
timetable to allow
us to spend time in
all the departments
of the hospital as
well as taking us
to the government
hospitals
and
charity
projects
within the local
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community. I’m so
glad I went. It was
so humbling.
The travelling was
interesting;
being attached to
a 5kg backpack
full of liquid was
always going to
be challenging, so
security checks at
four airports were
amusing, scary and
frustrating mainly
in that order. I had all my medical letters and fit-to-fly forms,
but they didn’t always help. Getting out of India proved the
toughest as they wanted a letter about the operation I had
had and a certificate for my oxygen! It took a while for them
to understand I didn’t have either! Oman security was a bit
tricky when they patted me down and thought I was hiding
something under my breasts. I had to remove my clothes to
show them my ribs! I couldn’t be too angry though as it’s the
first time they’ve been visible in years!
If there is one thing I can take from this experience it is
that even though we haven’t chosen to live life this way, it
doesn’t have to stop us having any experiences that we wish
to have. Yes, it is a bit
harder to plan, yes,
we need that extra bit
of luggage and yes,
it can be frustrating,
but we can do it
and we should do
it. Life is very much
an adventure and
there are so many
experiences to have
- be brave and find
a way to do it. You
won’t regret it once.
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PINNT Ambassadors

In addition to the PINNT media (the Online Newsletter,
website and information booklets) the recently created PINNT
Ambassador role is now fundamental to our providing you
with support. We know that members value personal and face to
face contact.
Their personal experience makes them an invaluable resource
to both patients and their family or carer, and interested others.
Our Ambassadors may themselves be receiving home artificial
nutrition (HAN), or have an understanding of the challenges faced
by those receiving HAN - as a family member or a healthcare
professional in the field. They recognise the values of our PINNT
resources and support.
The main goals of local/ regional PINNT Ambassadors are
to offer support to adults and children on artificial nutrition,

including their family or carer; to contribute in general towards
PINNT outreach and support efforts; to raise awareness of
PINNT through contact with patients and local healthcare
professionals, using social networking as appropriate.
The PINNT website and Online are valuable sources of
information, including our latest information booklets. To ensure
they are all up to date, our Ambassadors too, have been provided
with a new Ambassador Resource Pack. So, please don’t hesitate
to contact them for further support and information or just for a
chat if that’s what you need.
If you think you have the energy and enthusiasm to formally join
our numbers or discuss the potential, please contact scottee@
pinnt.com For your nearest Ambassador please see the back
page of Online.

PINNT Restaurant Card
All PINNT members can claim a FREE Restaurant Card.

Can you eat a small amount, but usually pay the full price for a meal
when you are out? The card is for you to use in eating places if you
are unable to eat a full portion. You should show it to the waiter/
waitress who will hopefully read and understand your request, and
allow you to either:

• share a portion • order a small portion
• order from the children’s menu (for adults)
This will hopefully avoid the need for you to give a lengthy and complicated explanation of your dietary
restrictions, as well as enable you to participate in the meal without incurring the cost of a full meal that you
may be unable to eat.
Please note that this card does not guarantee you co-operation from anywhere that you may try to use it; any
consideration will be solely at the eatery’s discretion.
If you would like us to send you a card, please get in touch: info@pinnt.com and put ‘Restaurant Card’ in
the subject box. You can also telephone anyone listed on the back cover.
EDITORIAL TEAM: Molly Wickert, Steve Brown Carolyn Wheatley and Julie Connery.
No content from Online can be shared on social media without the consent of PINNT trustees. We operate an official ‘Right to
Reproduce process.’ To seek approval, which will require completion of a simple form, please contact us: comms@pinnt.com
EDITING: All contributions for Online will be acknowledged upon receipt by PINNT. Due to space constraints, and in the interests of clarity, all
articles and letters will be edited where necessary. Authors will approve final copy prior to printing where significant changes may have been made. The
Editor’s decision is final. All copyright is owned by the charity.
DISCLAIMER: PINNT has made every reasonable effort to ensure that the content of this newsletter is accurate, but accepts no responsibility for any
errors or omissions. The views expressed are not necessarily those of PINNT and no reference to any product or service is intended as a recommendation
or endorsement. You should always seek advice from your own team of healthcare professionals in relation to your specific needs/treatment.
Designed and Printed by: Mail & Print Limited. Telephone: 0845 362 5393 Salisbury, Wiltshire.
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Local PINNT activities

PINNT get-togethers 2018/19 PINNT Ambassadors
Please notify us if you are planning to attend any
of the groups, thank you.
Please send your Group’s dates for publication to:
scottee@pinnt.com

Please contact us for information,
support or just a chat

North West:
All Saints Church Centre, Chester 7th February 2019 at 1.00 pm

Sylvia Cottee. Tel - 01223 880616 - Email: scottee@pinnt.com

Leicester:
2019 dates to be advised.
Thorpe Astley Community Centre, Lakin Drive,
Leicester LE3 3RU
East Yorkshire and Humberside (HPN) only:
2019 dates to be advised

East Anglia:
Tracy Hill. Tel - 01945 780909 - Email: thill@pinnt.com

North West:
Liz Taylor. Tel - 07801 650067 - Email: ltaylor@pinnt.com

South Wales:
Paul Phillips. Tel - 07802 429872 - Email: pphillips@pinnt.com

Norwich:
Jackie Riseborough. Tel - 01263 710774
Email: jriseborough@pinnt.com

South East:
Rhian Howells. Tel - 01635 273710
Email: rhian.howells@berkshire.nhs.uk

Scotland/Glasgow:
2019 dates to be advised

South West:

We are hoping to announce new Ambassadors
and shared meetings with the Hope Hospital in
Manchester in 2019.

Georgie Adams. Tel - 01392 404635 Email - gadams1@nhs.net

Jane Gagg. Tel - 01803 654951 - Email - jane.gagg@nhs.net
Lisa Cripps. Tel - 01752 432562 Email - lisa.cripps@nhs.net

Leicester:
Phil Roberts. Tel - 0116 2890704
Email: philip.roberts@lnds.nhs.uk

Bristol:

WEBSITE ADDRESS
Dont’t forget to log on to:

www.pinnt.com

where you can access all kinds of PINNT information,
some of which is available to download. Our new
website is full of new and exciting items pay a visit and provide us with your feedback.

Julie Barker. Tel - 0117 342 7515
Email: julie.barker@uhbristol.nhs.uk

Birmingham:
Gaynor Morgan.
Email: gmorgan@pinnt.com

East Yorkshire and Humberside (HPN Only):
Philippa Macelhinney. Tel - 07827 937025
Email: philippa.macelhinney@hey.nhs.uk
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