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Editorial
Welcome to the first edition
of Online in 2020. Spring has
sprung after some challenging
weather for some people, ongoing supply issues of PN and
now the coronavirus (COVID19). We have helped where we
can in respect of COVID-19;
keep yourself informed.
We want to encourage members to share their stories
with readers; so, go on, put pen to paper or fingers to
keypad and tell us what brought you to the point of
needing artificial nutrition. While we love to hear about
your medical experience, we also want to hear about
you!
Please keep a look out for the information about Home
Artificial Nutrition Week in August, see page 6. We
need you all to get involved; we can all do something,
awareness takes many forms, you don’t have to make an
epic gesture, keep it real and find a way that works for
you so you can contribute to the week.
It's not too late to join our PPP Club, see page 13 if
you’ve yet to join – you could be a winner in 2020!
Carolyn
Chair PINNT
Online email:
comms@pinnt.com
Online address:
PO Box 3126, Christchurch, Dorset BH23 2XS

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: 020 3004 6193
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
Telephone: 07368 313420

Gutless End 2 End walking from Land’s End to John o’ Groats update
Firstly, we would like to
thank everyone who has
donated money, got in
touch with us to offer their
support or to simply wish
us luck. Thank you all so
much, we won’t be able to
do this without you.
To recap, Alice is living with
her bilateral breast cancer
diagnosis and Justin is on
daily TPN. In the December
edition of Online magazine,
we announced our plans to
walk from Land’s End to
John o’ Groats, starting on
Tuesday 28 April 2020. Requiring daily refrigerated feed on route
makes this a massive logistical challenge. Every time someone asks
me how long it will take; I add another week on… our current
estimate is three to four months.
Here’s how we plan to do it:
1. 	Drive the van to a suitable campsite or driveway that is as close
as possible to the end of the next day’s walk. Sleep.
2. 	Difficult bit. In the morning, take transport (bus, taxi, train,
friends etc) to the start of the day’s walk. Volunteers – can you
help us with transport or let us park up in your drive and plug
in?
3.	Walk to the van. Sleep.
4. 	Next morning, get up and walk all day.
5. 	Find transport (bus, taxi, train, friends etc) back to the van.
This is another bit where we need volunteers.
6.	Go back to number 1.
We’ve spent a lot of time working out a viable walking route.
Many of the established trails are too remote for us, given that we
need to have transport to or from the van every day. We’ve been
checking public transport networks and sometimes the bus or
train timetables work well for us. We may even end up hitching.
Alternatively, though prohibitively expensive, there are taxis. We
will be hoping to find accommodation as we go, be it campsites
or a friend’s place or B and B, pub, hotel etc. Luckily some people
have heard about our trip and have already volunteered to help
us with transport or accommodation. We appreciate this help
massively and depend on this support to make the whole trip
possible.
Our campervan is getting a solar panel to help power the TPN
fridge in the van. This fridge is an 85 litre Dometic CFX 95DZW
compressor fridge with two independent compartments and it
has worked well in our tests so far.
St Mark’s have reformulated Justin’s feed with extra calories
especially for this walk. This will be in a daily 4-litre bag which
Justin shall be connected to while walking, plus an extra two litres
of dextrose saline overnight for hydration purposes. Of these bags,
only the 4-litre nutrition bag needs to be refrigerated. We have
planned a trial run of this set up towards the end of February. At
that time Lloyd’s will deliver two weeks’ worth of the trial TPN,
and we will see if all 14 of the 4-litre bags fit into the dometic

fridge in the campervan. Additionally, we will go camping and
walking over the following two weeks to see how Justin gets along
with the new feed. Justin is having various tests both before and
after this trial run up at St Mark’s and we will have about six
weeks to make any necessary tweaks to the regime.
As far as TPN deliveries on the trip are concerned, Lloyd’s need
to know our whereabouts by lunch time the day before delivery.
So, if the fridge on the van can hold two weeks’ worth of TPN,
then deliveries can be fortnightly instead of Justin’s usual weekly
delivery. Therefore, every other Monday, around midday, we will
contact Lloyd’s with our location for Tuesday morning delivery.
We clocked up over 100km hiking in January, testing our worn-out
equipment and breaking in new hiking boots. Our wet weather
gear has recently had a full workout and we can report that the
top half worked well, and the bottom half didn’t. Justin uses an
EXPED explore 45 rucksack – we shall talk about rucksacks on
the Gutless End2End YouTube channel soon.
Training and getting fit - these aspects are the least fun part of
getting ready for the walk. Alice regularly runs 5K, does yoga,
swims, does horse riding and circuit training. Plus, she organises
our joint training walks which take place around Portsmouth
(flat), the Isle of Wight (muddy) and the South Downs (hilly).
Justin’s training was slightly interrupted for a week in hospital
in December with a line infection and he now has a splinter in
his foot. Other than that, everything’s fine. The challenges really
begin when we start walking on Tuesday 28 April.
Please get in touch if you think you may be able to help us in any
way on this trip. What we need most help with is getting to and
from the van as described and finding suitable places to park up
for the night. We hope that supporters will come and walk with
us along the way. Probably not the whole thing, but perhaps the
parts when we’re in your area. See you on the trail.

Alice and Justin

How to donate:
uk.virginmoneygiving.com/Team/GutlessEnd2End
Follow progress:
Gutlessend2end@gmail.com - www.facebook.com/
gutlessend2end/ - twitter.com/gutlessend2end - www.
instagram.com/gutlessend2end - www.youtube.com/
channel/UCXJhVAgoktdqCNQRGu63lCg - https://goo.
gl/maps/H5z79hSPqfNmuNwg6
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Fed via a tube but not defined by it!
I was so confused and worried for many years as I’d struggled
to be taken seriously with my weight loss and gut problems.
My local hospital was good to begin with but as soon as they
hit a dead end I felt as if it was my fault and they turned from
carrying out investigations to trying to find out what I was
doing wrong. Basically, the trust went, and I found myself
saying what they wanted to hear and at some point, I think I
started to think it was all my fault too.
I ate, I was sick, I ate
more and got bloated,
I stopped food and
drunk more, I bloated, I
stopped drinking, I was
dehydrated – I couldn’t
do right for doing
wrong. Everyone kept
telling me I had to keep
trying but no one could
help me with the battle
with sickness, bloating
and pain. The pain
aspect was dismissed, I
was made to feel as if I
wanted to be dependent
on pain killers! All I
really wanted was to
be believed, I had a
problem, but I didn’t
know what it was. I was losing weight but didn’t know why;
of course, I knew the sickness and bloating was related to that.
As well as having to stop trying to eat and drink on numerous
occasions, it got harder each time I tried again to step up the
eating and drinking. Enough was enough, I couldn’t take it
anymore, I decided to take a more positive approach at my
next clinic appointment. I’d spoken to my GP, but he merely
said it was beyond his expertise and referred me back to the
hospital, so I had to do something.
I prepared a list of questions and sat nervously in the waiting
room, all previous appointments had been about listening to
what they had to say, now I wanted them to listen to me. My
name was called and in I went. It was a new doctor so that
made things easier in a way as he didn’t know me and I felt

PINNT’s
Virtual
Nutrition
Team
2
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able to ask my questions with a little more confidence than
with the previous doctor - who I felt had always put me down.
He gave some good responses and for the first time ever, I felt
he knew I wanted answers so I could get well again.
To cut a long story short, tube feeding was discussed to alleviate
many of my problems. This was my worst nightmare; I didn’t
want a tube - I wanted to be normal again and eat and drink
like other people. I had
an internal battle with
wanting to feel better but
not wanting a feeding
tube. Several weeks
later I admitted defeat, I
agreed, tube feeding was
started. I hated it. Trying
to feed at mealtimes gave
me a degree of normality
but that was about all.
Everyone told me ‘I’d
get used to it’; ‘it would
become my new normal’;
‘it’s better for you’ or ‘just
give it time and you’ll
adjust’. It’s so easy for
people to say. Now I can
see that aspects of what
they said were right. I
did get used to it but not
because I’d accepted it - only because the nutrition has made
me feel better and reduced sickness and bloating, which means
I can get back to my life in some ways. Let’s be clear though,
I still don’t like being tube fed and I admire all those who do,
I detest being perceived as a ‘tubie’; I want to be defined as a
person not as a piece of tubing or a treatment.
It’s still unknown why I have all these issues, but I’ve gained
weight, which has improved my thinking. I speak up and
believe that sharing how I feel is a good thing, asking questions
is also a good thing but being loud and proud of being a ‘tubie’
is never going to happen for me. PINNT has allowed me to
feel part of a network that allows me to seek support without
having to dangle a tube around in order to feel worthy.
Lisa

We are pleased to announce that the process to recruit healthcare
professionals to refresh our Virtual Nutrition Team (VNT) has started!
An advert has been circulated to professional medical specialist groups
which covers all the disciplines that constitute the members of a
hospital nutrition team. We are delighted that Dr Barry Jones, retired
gastroenterologist, has elected to stay as the lead of our VNT. We will
update you once we have a new VNT to announce. The information
can be found via https://bit.ly/2vKsE2f, if you wish to view, share or
apply, please do.
In the meantime, you can find the current VNT guidance in the
members’ area on the website. Also, think about any burning question
you may like the VNT to research and respond to. Note, the VNT is
not able to comment or respond directly to personal current medical
situations, care or health issues. You can email VNT at: VNT@pinnt.

Topics for Online
Online magazine is produced by the team at PINNT to connect you to a sharing experience and disseminate important
information, which may affect you and/or your loved ones. Most crucially the team at PINNT aims to cover as many
relevant and helpful topics as possible. We posted in the PINNT private Facebook group back in December asking for
suggestions and the following ideas were put forward by members for potential features.
•	Someone offered to do a feature piece about managing their dancing/cheerleading whilst doing their paediatric
nursing degree and being fed both enterally fed and now on parenteral nutrition.
•	Another member would like to know more about holidaying, sports and activities with feeding plus tips and tricks
for managing lines and tubes. And, of course, any new developments in artificial feeding.
•	One member asked if there was any more research about the types of feeds, and nutrients and the reasons why
individuals need certain nutrients. And perhaps we could produce special sections about the reasons/conditions
that warrant enteral /parenteral feeds.
•	Another member would love to see a feature piece about tube tips and tricks and one about being independent
whilst being tube fed.
If any of the above sounds like you and you would like to write for Online please do contact PINNT by emailing
secretary@pinnt.com and we can help you to put it together.
The team at PINNT is small and time is limited so if anyone knows any experts who may be able to help with writing
these features please do email us at secretary@pinnt.com so that we can start putting these features together.
And remember we warmly welcome articles on any topics relevant to home artificial nutrition from our members – it
is you that we wish to represent – please don’t be afraid to share information – you never know what kind of positive
impact it could have on someone else. If you don’t feel that you can write it yourself just send us the details in note form
and we can put together a feature for you, which you can check to make sure it is factually correct. The more input
we have from our members the better Online will be. We have guidelines for the newsletter on our website – just type
in https://pinnt.com/News/News/Non-Members/PINNT-guidelines-for-Online-newsletter-contributio.
aspx to find them.

Ooops I just can’t wait!
Before you go out do you find yourself worrying about where
the nearest loo will be… and feel that you can’t relax and enjoy
yourself without knowing? Many HAN users feel concerned about
this – so, be assured you are not alone. Although PINNT does not
yet have its own card we can recommend one that is free when
ordered from the Bowel and Bladder Community website. The
card gives discreet but clear information informing others that
you are unable to wait to use the toilet facilities. You can obtain
one online by simply filling in a few details. Please read all the
information about the card carefully when applying online. Visit:
www.bladderandbowel.org/help-information/justcan’t-wait-card/

F ollow u s on
T witte r
@ P I N N Tc h a r i t y
Tell your friends and follow us.

F ollow u s on
instag r am
N E W ! Please follow us and
tell your friends too.
pinntcharity

It’s that simple and easy - so don’t forget PINNT this year. We still have lots of exciting projects and
we depend on your generosity to help us achieve our goals.
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Home Artificial Nutrition (HAN) Week
We are busy with plans for HAN week. We’ll be supported by companies, manufacturers and healthcare professionals
too.
Top line events will include:
• ‘Ezekiel challenges you to…’
•	‘Gary’s’ challenge’ – on your bike!
• Go green!
• ‘This is Me!’ photo competition
• Patient stories
• Get together in Durham on 8 August 2020 plus more
• ‘What if…’
Call to action! Volunteers needed to share their personal story. Please do not
think it has to be one of amazing achievement; we totally respect and appreciate
every achievement people make, it can be as simple as getting out of bed
today; unless you walk in someone else’s shoes you never know how hard their
life may be. If you’d like to express an interest in sharing your story, email us at
comms@pinnt.com
This is Me! We will be running ‘This is Me!’ again with a new campaign.
Full info will be circulated and shared on the website and Facebook. There will be
resources you can download too.
If you have an idea for HAN week, want to hold your own awareness or fundraising event then let us know, we’ll do
our best to support you.
#HANweek #HPN #HEN #ONS

Our private Facebook group
I hope those who have joined the PINNT private Facebook group are enjoying it. It is a nice, friendly
group where members feel comfortable asking questions that they think might sound silly. We usually
find somebody who can help.
The PINNT Facebook group is open to all ‘full members’ and their family and friends who have joined
PINNT as ‘associate members’.
When asking to join the group you must answer the question that PINNT poses as we cannot accept
your application if you don’t. Therefore, all requests to join where questions have not been answered
will be automatically deleted and you will need to reapply. If you don’t know your membership number, please email:
secretary@pinnt.com
Keep posting and asking questions, this is your group. The more it is used then the more people will want to join this
happy family.
Sadly, we feel we need to reiterate that we do not allow external people to join this group; you must be free to discuss
aspects of your treatments without wondering if people are using your comments for external or personal benefit.
We thank members of the group who felt able to ask us about this; we respect and value the interaction we have with
members.
From receipt of this version of Online members who have not renewed their membership will be deleted from the group
and will need to reapply to join.
If you would like to know more about joining please email secretary@pinnt.com or search for the page on facebook.
com/groups/pinntclosedmembers/
Debbie

Birthday
cards
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We love the fact that so many of you are pleased to receive your birthday
card from PINNT. It’s only possible for us to send them if, as a full
member, (person on feeding), the ‘by post’ option has been ticked when
you join. We need to comply with GDPR. People are often surprised
when they receive it. We aim to remind people we remember you on
your special day.
Thanks to our team of volunteers who commit to writing and posting out
the cards, we couldn’t do it without you – you are much appreciated.

Annual get together 2020
Date: 8 August 2020
Place: Radisson Blu Hotel, Durham
Time: 11.30am – 4.30pm
There will be entertainment for the children, workshops, a light lunch, exhibition, HAN week activities and lots more.
The full programme will be published soon.
The meeting is being supported by The Newcastle upon Tyne Hospitals NHS Foundation Trust HPN & IF team

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 restaurants,
cafés and bars and other eating venues if you are unable to eat a full
portion. You should show it to the waiter/waitress who, it is hoped,
will 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 avoid the need for you to give a lengthy and complicated explanation of your dietary restrictions. It
will also enable you to participate in the meal without incurring the full cost of a meal that you may be unable
to eat.
Please note that this card does not guarantee you co-operation at any eating venue; any co-operation will be
solely at the eatery's discretion.
If you would like us to send you a card, please get in touch: secretary@pinnt.com and put ‘Restaurant
Card’ in the subject box. You can also telephone anyone listed on the back cover.
7

Your letters
Dear PINNT
I could have written the letter in the last newsletter from Linda myself (about being a semi-frequent flyer, page 18)!
British Airways has always been my ‘go to’ airline due to the historic customer services for people who need that little
bit of extra help or support. Of late it’s gone downhill. Despite making pre-flight arrangements it never goes to plan at
check-in. Having all the relevant medical letters with me has always helped and I’ve taken to telling them who I spoke to
and what I told them to ensure my medical supplies are approved and logged onto my flight information prior to even
arriving at the airport. Ultimately, after much debate and discussion they have always allowed the medical bags onto the
plane without any charges, but they make me feel guilty for even asking. Often, I’ve been told ‘on this occasion’ or ‘as a
“good will gesture” we’ll let you take the extra baggage’. It’s a pity the BA staff are not familiar with their own guidance
on their dedicated help line! My advice to anyone in this situation; take all relevant paperwork and keep calm during the
discussions, it’s easy to get annoyed but that won’t resolve anything.

Caroline
Dear PINNT
Thanks very much for sending out the PINNT information I requested, especially my Medical Tag. I’ve read the
information about holidays and travelling, and I was pleased to see that PINNT appreciates that not everyone wants to go
abroad. The sheet about travelling with PN in the UK was most helpful. It gave me options to decide what would best suit
my holiday. I’m starting my travelling with PN with a couple of short breaks beginning with Chester then York. If these
go well, I may look to go abroad but I don’t have the desire to make that my focus.
John
Dear PINNT
Thanks for asking a question for me on the closed Facebook page regarding my first cruise. I asked to be anonymous
because I didn’t want to be questioning anyone I’d seen on social media, but it left me with a few questions. I’m familiar
with travelling with my feed, I started with trips in the locality; it was a wise decision for me to make - to see how I would
cope in terms of packing my supplies, doing my procedures in unfamiliar surroundings as well as just managing my unique
needs outside of my safe world at home. It went well, I had about six short breaks, I found smaller accommodations were
more flexible and happier to accommodate my quirky ways. My first trip abroad was to France and then I ventured to
Spain; everyone was encouraging me to go to the USA, but it didn’t appeal to me. I make my decisions based on what
makes me feel comfortable, not what other people expect me to do. A good friend of mine was celebrating a big birthday
and wanted a small group of close friends to share his adventure of a dream cruise. Given my stance on only doing what
makes me feel comfortable, I felt I’d gained enough experience to try something new. Trust me, it was a big step for me.
I read lots about people cruising with PN; that’s great but I don’t ever want to be pushed into making decisions about my
life. When I finally decided to join in the adventure, I looked at the medical set up. I’ve never been one to make a fuss
out of the feeding. When I saw that people go to the medical room on the ship to connect, I was worried this would be
expected of me, I wanted to see what other people did. The replies reaffirmed that it’s okay to do it as I would at home, in
my bedroom with all the relevant kit around me that I’d be bringing. PINNT members gave me the confidence to retain
my self-esteem and not be afraid to make my own decisions. Thanks to everyone who replied and supported me.
Anon
Dear PINNT
Thanks for the advice regarding travel insurance for our trip to Center Parcs. It had never crossed our minds to think
about this, we’ve always thought that travel insurance was for overseas trips. We had booked a couple of lodges for our
extended families so we could all come together to mark a special birthday for my mother. Center Parcs isn’t cheap and
we were worried about the possibility of having to cancel. What if our son became unwell prior to going or had a tube
issue? After much ‘umming’ and ‘ahhing’ we decided to investigate insurance and then took a policy out. Feeling a little
more relaxed we set our fears aside and began thinking about all the prep we needed to do. It was so exciting to think
about a family holiday. Two days before we were due to go, our son’s line had an issue and we had to take him to hospital.
The tube was taken out and he was admitted. It wasn’t the tube problem that was my first thought, it was a sigh of relief
that we had taken out the insurance. After a family discussion we only needed to cancel one of the lodges, but it was a
relief to know we were covered. Thankfully our son had a new tube and we were able to rebook and have our own family
adventure later in the year.
Clare
Ed says: Glad it worked out for you, even better news that you were still able to have a family adventure later in the year.
See page 19 for a feature on travel insurance.
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Why do we have to renew
our membership annually?
We’ve been asked why, when individual members are on their feeding for life, is a renewal process necessary. If they’ve
joined, some people expect to stay a member, without renewing.
There are several reasons:
• Situations change, some people come off home artificial nutrition (HAN).
•	It allows us to keep the database current; it’s often the only time people notify us of a change of circumstances:
address, phone number or email.
•	Some of our associate members, who join because homecare and long-term HAN is part of their day job, change
jobs but don’t notify us when this change happens so we continue to incur costs posting to someone who has moved
on.
•	Following members’ comments to us, it’s the only time they think about donating to PINNT. As we don’t have
a membership fee, many people like the process to prompt them to donate. To date we’ve had about £3,000 in
donations this year, for which we are extremely grateful and thankful. As we rely on donations to run PINNT, to
ensure we continue to keep resources and access to meeting free to members, we need funds.

Calea homecare
ongoing supply issue
For those who are not familiar with this subject, here
is a brief overview. Calea is a homecare provider who
supply home parenteral nutrition (HPN) to people in the
community. An inspection at the end of June 2019 by the
Medicines and Healthcare Products Regulatory Authority
(MHRA) at the Calea site identified a need for Calea to
permanently change some aspects of the manufacturing
process to ensure product safety for patients supplied with
parenteral nutrition (PN) bags.
Whilst no evidence was found of defective product on the
market, the changes have led to supply problems which
risks increased hospital admissions for patients as supplies
run short. The replacement product, multi-chamber bags
(MCBs), are being supplied, where clinically appropriate,
to people who cannot have their usual compounded PN.
We are also aware that there have been several changes of
MCBs due to availability and suitability for those on them.

This situation is far from ideal; we have continued to
communicate members’ concerns and questions to
the relevant bodies for coordinated communications
to people affected. At the start it was messy, we soon
heard from members that information was patchy,
unreliable and intermittent. We pushed for coordinated
communications, which is now happening. People are
receiving letters when there are updates to share. There
is also the Frequently Asked Questions (FAQs) page:
https://improvement.nhs.uk/calea - these FAQs are
also being posted to Calea patients. If, for any reason,
you are a Calea patient and have not received them,
please contact your usual coordinator at Calea.
PINNT has always been clear; the priority for us is to work
towards ensuring all those who need their compounded
PN are reinstated on their bespoke regime as quickly as
possible. Yes, there are questions about how we arrived
in this situation - who should have done what and when;
all fully justified questions. There is great effort by many
people who are working on the same agenda. When
- and only when - we know all those who are waiting
for their bespoke PN have it back will we address those
questions. We make no apology for endeavouring to
work towards people being fed appropriately.

Support in Ireland
We are delighted to be working with IrSPEN (The Irish Society for Clinical Nutrition and Metabolism) who are a nonprofit, voluntary organisation of doctors, dietitians, nurses and other healthcare professionals dedicated to improving
nutritional care of patients in Ireland.
Previous attempts at setting up a patient support meeting in Ireland have fallen flat but, together with IrSPEN we are
hoping to make it happen in the spring or early summer.
A survey was created, and patients and carers were invited to share their thoughts on the format and content of the
meeting. Why? Because many IrSPEN members are healthcare professionals who are involved with patients with
complex nutritional needs and they want to know how they can help improve the support and information available
to patients on long term enteral or parenteral nutrition at home. Everyone is keen to retain the links with PINNT. We
will report back on the progress of this initiative.
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The Transition booklets project
Just a reminder about the Transition booklets
project. In addition to the first booklet Transition
for young people with intestinal failure we are delighted
to announce that the second booklet in the
planned trilogy is now available - 'Information for
Healthcare Professionals.' Both booklets are written
by Angela Cole, Clinical Nurse Specialist for
children with intestinal failure.
We are also making these booklets available
to non-members; terms and conditions apply.
Multiple copies of either of the Transition
booklets will incur a postage and packaging fee,
please email for details. Members can order one free copy each. Please email secretary@pinnt.com with
the following information:
• Full name
• Postal address
• Membership number

Living with artificial nutrition booklet
Have you requested your copy of the booklet
‘Living with Artificial Nutrition’ yet?
It addresses issues often swept under the carpet such
as sex and relationships, low self-esteem and the
emotional impact of living with artificial nutrition. It
is a highly recommended read for anyone on artificial
nutrition and for those who care for someone who does.
Everyone living with artificial nutrition will have their
own experiences but it's amazing how many issues
and experiences are common amongst users. PINNT
members can request one free copy of this booklet by
emailing secretary@pinnt.com
When making your request please include:
• Your full name
• Your PINNT membership number
• Your full postal address
PINNT is now accepting requests from centres or
hospitals who may wish to order bulk copies of the
booklet. Full information can be found via this link
https://bit.ly/2Kcz8Lg

If you use Amazon to shop, why not make the switch
and log into Amazon Smile and donate to PINNT as
you shop! It doesn’t cost you a penny. AmazonSmile is a
website operated by Amazon and it works in the same way
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as the usual Amazon website; the difference is that the
AmazonSmile Foundation will donate 0.5% of your total
purchase to the charity of your choice.
The good news is that PINNT is now one of the
designated charities that you can search for. Simply go to
smileamazon.co.uk and in the bar at the top of the page
search for PINNT; select it as your chosen charity and
when you shop it will automatically donate 0.5% of your
purchase to PINNT. This will really help PINNT, especially
if lots of people who use Amazon do this and remember
it doesn’t cost you a penny! The more donations PINNT
receives the more we can continue to help our members
by improving the products and services that we offer.
www.smileamazon.co.uk

Ezekiel’s lesson in tube feeding
2020 marks the sixth year of Ezekiel being tube
fed. His bravery, courage and smile through his
medical journey is infectious. He has undergone
numerous medical procedures throughout his life
and continues to show great strength through it all.
This year Ezekiel wanted to raise awareness in school by
helping children and staff understand the weight of his
medical equipment that he is attached to every day.
Thanks to the headteacher, Mrs Cruise, her staff and all
the children at St. Pius Primary School, Ezekiel shared his
feeding awareness in a positive, fun and exciting way. On a
day to day basis the school ensures that Ezekiel is cared for
and included in all curriculum areas and that he enjoys his
learning in a safe environment whilst attached to his feed.
We feel very privileged that our children are part of the St.
Pius school family.
Ezekiel is cared for by an excellent Complex Community
Nursing team in Durham.
Their commitment to supporting Ezekiel both in and out
of school has demonstrated to Ezekiel that anything is
possible.
As a family we are so proud of Ezekiel. His determination
in his journey and to raise awareness is incredible. We
hope to continue supporting the work of PINNT who
have provided great encouragement to both Ezekiel and
our whole family. We are very much looking forward to the
annual summer event which will be held in our local area.
Amy (proud mum)
Mrs J Cruise, Head Teacher:
Marking Tube Feeding Awareness Week® has given
everyone in our school community the opportunity to
celebrate Ezekiel’s bravery and his inspirational journey.
By wearing our weighted backpacks, we have had an
insight into what Ezekiel has to go through every day when
carrying his feed. His assembly and PowerPoint made lots
of staff and children cry with pride and admiration for
our very own superhero.

We loved hearing his story and we were amazed seeing him
as a small toddler dragging his feed around as he played.
We have also tasted some of Ezekiel’s snacks today and
realise how lucky we are to be able to eat what we want.
We have made posters to raise awareness of tube feeding
and we will share these in the local community. We want to
spread the message to be kind to everyone we meet.

Ezekiel’s presentation:

My name is Ezekiel. I am six years old. I have been tube
fed since I was 11 months old. Over the past five years I
have had lots of different feeding devices. I currently have
a surgical JEJ and Monarch. I get most of my nutrition
through my tube feed which I am attached to 17 hours per
day.
I have had lots of hospital admissions and needed 21
different operations. When I am in hospital, I like to watch
Peter Rabbit on the bed TV, play on my iPad or have
visitors. I love it when my brothers Malachi and Isaiah
come to visit. I also like to go to the hospital cinema; you
can go in a wheelchair or in your bed and you can even
take your family.
Every month over 50 boxes of medical supplies arrive at
my house. We have even had to have a cupboard made
under the stairs for daily supplies and lots of boxes also go
in the big shed. My headteacher has boxes in her office for
my feeds at school too!
My school support Tube Feeding Awareness Week® and
make sure that everyone is involved. Last year we held a
poster competition and assembly all about tube feeding!
This year we have had a great day raising awareness again.
All the children and staff came into school with their own
weighted rucksacks just like me. Lots of children had
books in their bags, tins of beans and bottles of water so
they could experience
carrying the same
weight as me. We found
out that my feeding
pump weighs 2100g
- this is the equivalent
of carrying 36 Oxford
Reading Tree books!
We all carried our bags
on our backs at my
feeding times, which is a
lot of the school day. I
think lots of my friends
were shocked how
heavy our bags were!
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My nurse Shelly came
into school to talk to my
friends in assembly all
about having a tube. We
showed a PowerPoint
presentation all about
me and my feeding.
I was really happy to
share my story and
stand at the front of
the hall. We had a
poster
competition
again and there were
lots of brilliant designs
to raise awareness. My
headteacher is going to
share them with other
schools and our local
play attractions.
At lunchtime our school
cook, Joyce, prepared
some dry corn-based snacks. Lots of the children now
appreciate that my diet is very limited along with my tube
feed.
I have had a great day at school today raising awareness
of tube feeding. The donations collected today at school
will go towards the brilliant work of PINNT.
Thank you for supporting me and my family!

Ezekiel

Ed says: Such an amazing idea and experience for everyone, sharing information to raise awareness without making
Ezekiel feel different. Given this was such a valuable lesson for everyone involved we have discussed it with Amy, and
we are using aspects of this event to form part of HAN week 2020. Watch this space for further information.
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#verify – PINNT’s medical tag
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: secretary@pinnt.com 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

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 to 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 2020.

The Medical Tag will not eliminate the need for you
to verbally explain what condition 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. Its 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.

Sunflower lanyard scheme update
Not all disabilities are visible, and this can make things very
challenging for some people when they are out and about and
trying to live their daily lives. Recognition of this issue led to
the Hidden Disabilities Sunflower being launched at Gatwick
Airport in May 2016. It has been adopted in the UK by all the
major airports, many supermarkets, railway stations, leisure
facilities, in the NHS and an increasing number of small
and large businesses and organisations. It comes in the form
of a lanyard with a sunflower on it and the idea behind it is
that it indicates to others that wearers may need assistance
or support. The use of the lanyard means the wearer doesn’t
have to declare anything or go out of their way to ask for help.
Basically, it is used anywhere where people meet. And it is also
now beginning to be recognised globally. The scheme is run
by Tabbers who have trademarked the Hidden Disabilities
Lanyard Scheme® and over one million sunflower lanyards
have now been distributed.
The Hidden Disabilities Sunflower Charitable Trust is currently
being established. The objective of the trust is to offer funding
and charitable donations to the charities and bodies that use
and promote hidden disabilities products. Ten per cent of the
revenue of every item sold is to be donated directly to the trust
and relevant charities will be invited to apply for funding. If
you think that you may benefit from a sunflower lanyard visit
www.hiddendisabilitiesstore.com to find out more.
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BAPEN
and
PINNT

Enteral adult survey: BAPEN
is committed to improving care for
people receiving artificial nutrition
support. As promised at their annual
meeting in November 2019, we
committed to asking adults on home
tube feeding to complete a short
questionnaire to see if they feel they
have been given the support and ongoing care that is needed in order
to manage their feeding tube with
confidence.
The results of this survey will inform
a 2020 work stream to ascertain
if the NICE Quality Standards
– Nutrition Support in Adults (2012)
are being adhered to. The goal is
to raise awareness amongst people
on home enteral tube feeding as to
what they can expect from healthcare
organisations who are responsible for
their nutritional care.
PINNT is a core group of BAPEN,
as such we work closely to fulfil the
aims of the Association. We thank
you for taking the time to complete
the questionnaire.

Patient logo for annual conference: It was with great pleasure we
showcased some PINNT members in the special logo used during the opening
session at BAPEN and other sessions held in the main meeting room. BAPEN
will be using this during the year too.

Video, Nutrition Matters, BAPEN Matters: The opening session of the
annual conference saw the launch of a brand-new video. It is punchy and
encompasses clear messages about patient care. Working on the content was
rewarding and essential to ensure that everyone remembered those people at
home on home artificial nutrition. You can view the video via this link on our
website: https://bit.ly/32qguHI

New resources
Is there a resource, booklet or piece of information you would like PINNT to consider producing? If yes,
please let us know, ideally you could help with researching and producing it. Let us know by emailing us
at: comms@pinnt.com
16

Plastic –
not so
fantastic?
With the escalating ecological crisis there are
increased concerns over the use of plastics both
in products and packaging for our nutrition
products and supplies. Some PINNT members
have expressed concern about the amount of
plastics in products and how best to dispose of
items and recycle effectively. PINNT recognises
members ongoing concerns and want to offer
you this information from The British Specialist
Nutrition Association (BSNA).
BSNA is the voice of current members: https://bit.
ly/3cuTXhh It is a trade association representing
manufacturers of high-quality foods that are
designed to meet the needs of people with very
special nutritional requirements. BSNA members
include those who produce infant formula, followon formula, young child formula, complementary
weaning foods, gluten-free foods, parenteral
nutrition and medical foods for diagnosed
disorders and medical conditions. The BSNA
has produced a statement with information
about plastics and sustainability in the nutrition
industry.
Plastics and Sustainability
The information below provides an overview of plastics
and sustainability for the specialist nutrition industry.
Updated December 2019
BSNA position on plastics and sustainability for
specialist nutrition
The British Specialist Nutrition Association (BSNA) fully
recognises its role and responsibility in supporting the
protection of the environment and improving sustainable
outcomes within the food industry. Packaging, and in
particular plastic, plays an integral role throughout the
supply chain in storing, preserving and protecting the
foods and drinks we consume, thus playing a key role in
preventing food waste and maintaining high quality food
standards. Quality and safety demands of products often
dictate the need for plastic – it is robust and helps to prevent
spoilage or damage as well as loss of product, while also
providing a sterile medium. Our members acknowledge
that we need to take a leadership role in becoming part
of the solution to concerns around the environmental
impact of plastic and packaging and are committed to the
responsible and sustainable use of plastic and packaging
across the supply chain.

Initiatives to reduce plastic waste and improve
sustainability
Many of our member companies have plastic targets and
pacts which pledge to reduce material usage and make
all product packaging sustainable by a certain date. In
addition, there are a wide range of actions our members
are pursuing to further reduce overall plastic usage,
and support commitments to make plastic packaging
recyclable, including:
•	Reduction of wrapper sizes and modification of
designs to reduce bulk and use less plastic as well as
removal of unnecessary outer packaging
•	Active plans for more sustainable approaches across all
the supply chain including climate neutral production
sites, projects to support biodiversity, zero net
carbon targets, healthy water cycles and sustainable
agriculture
•	Reduction of use of plastic straws or use of alternative
non-plastic straws
•	Using energy from a green provider
•	Support/establish recycling schemes
•	Using FSC* certified cardboard
•	Following incentives such as ISO 14001:2015, an
international standard that specifies requirements for
environmental management system
•	Support of the OPRL ‘on pack recycling labelling’
to help deliver a simple, consistent and UK wide
recycling message

*The FSC system allows businesses and consumers to
identify, purchase and use wood, paper and other forest
products made with materials from well-managed forests
and/or recycled sources.
Medical Nutrition Products
Foods for special medical purposes
FSMPs falling under Regulations (EU) No 609/2013
and (EU) No 2016/128, and their associated delivery
systems, otherwise known as medical nutrition products,
are intended for patients who have medically determined
nutrient requirements resulting from a disease, disorder or
medical condition.
A significant proportion of FSMPs are placed on the
market in plastic containers which are generally designed
for single use. The products are specialised feeds and may
require the use of delivery systems (tubes and giving sets)
classified as medical devices to administer the products
directly into the gastrointestinal tract. They are used in
hospitals and also may be used in care homes and within
the patient’s home under medical supervision.
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The design of medical nutrition products and their
packaging is very specific to their intended use in patients
and takes account of:
•	Safety and suitability of use of the products in
hospitals and other healthcare settings;
•	Sterility requirements for feeds to protect vulnerable
patients from infection;
• Connectivity required with feed delivery systems;
•	Ease of use and safety for patients, e.g. elderly
patients;
•	Maintenance of essential nutrient content throughout
the product shelf-life (multi-layered plastic maintains
micronutrient levels for the product’s shelf-life period
under conditions of natural light and ambient
temperature)
For those patients who have to carry their feed in a
rucksack, plastic provides a non-glass mobile option.
Furthermore, glass cannot be used on hospital wards and

in most care home environments and is heavy – lower
weight plastic can improve CO2 usage on transportation.
Also, to ensure safe and accurate provision of nutritional
feed through an enteral tube feeding system (including the
use of an infusion pump), a pliable packaging material
is required that is compatible with enteral tube feeding
systems.
Parenteral Nutrition
For certain specialist medical products, such as parenteral
nutrition (PN) bags, the use of plastic offers great
compatibility and stability with PN components i.e. amino
acids, lipids, glucose.
The majority of plastic used for medical nutrition products
is recyclable.
You can find this feature at this link: https://bit.ly/
2vIVxvo - we thank BSNA for allowing us to reproduce
this feature.
EU regulations will apply until end of 2020 and we’ll see
what happens then.

Ed says: Do you have any thoughts to share on the amount of plastic you use, how this could be reduced without
compromising any aspect of product safety or delivery of ancillaries? Let us know, we would love to collate any ideas
or suggestions you have as well as running some features on how you recycle what you currently receive.

Scottish Medicines Consortium (SMC)
decision on teduglutid
(REVESTIVE®)
We continue to advocate for members suffering with short bowel syndrome (SBS). Where we can we contribute your
views and experiences to those people who preside over the approval of drugs that may help people with SBS. We also
ensure we complete the supporting literature and join in the relevant meetings. While we cannot determine who is
or isn’t suitable for new medication, we can and do advocate to ensure people are given a choice where there may be
potential to help reduce nights on parenteral nutrition (PN). PN is a wonderful life-saving treatment, however, given a
choice people would welcome reduced nightly frequency, which could improve their quality of life. There are criteria
which relate to those who may be suitable for the treatment; you can find the current information where teduglutide
(Revestive®) has now been approved for adults; it was previously approved for children (terms and conditions apply to
all) via this link: https://bit.ly/3bSNUD1 - there is a historical record of PINNT work that you can find via this link:
https://bit.ly/2wB7mUR

New Team PINNT member
Hello everybody! Let me introduce myself. My name is Colette Taylor. I am 42
and happily married with a beautiful 16-year-old daughter. I work in a special
needs school and have worked with children for 25 years - 21 of which have
been with special needs. Within my job I work with children that have a range
of physical and educational needs. I care for children with gastrostomy tubes
and naso-gastric tubes using various pumps and bolus feeding. I work alongside
school nursing staff as well as language and speech therapists and dietitians. I
find my job really fulfilling and rewarding. Outside I enjoy spending time with
my family and friends. I have done lots of fundraising for charity. I did the
Yorkshire Three Peeks, the Great North Run, Snowdonia and lots of themed
days. Also, in the little spare time I do have I love nothing more than to go in
my craft room and be creative.
Ed says: We welcome Colette to our executive committee. Colette will be advising on Diverse Abilities with home
artificial nutrition and PINNT.
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Frequently asked
questions about travel
insurance
Here we offer some examples of the types of questions we get asked about holiday insurance with
some of the guidance we can offer you. Remember, everyone’s situation is unique and you need to do
the research before you take out a policy – it can be a little time consuming but ultimately worth it for
your peace of mind and essential in the event of something not going according to plan.
Retrospective insurance – I’m ill now and unable to
take my holiday…
Caller - Hi PINNT, I was due to go away in a couple of weeks
but I’m unwell now and can’t go, can you suggest an insurance
company please?
PINNT - You can’t take out a policy retrospectively to cover
you now unfortunately; insurance should always be taken out
as soon as you book your holiday.
Caller - I didn’t think about it and to be honest I just assumed
I would be okay to go…
Remember, when it comes to holiday insurance it is not a case
of as soon as possible (ASAP) it’s a case of as soon as booked
(ASAB). It’s even more relevant for people with pre-existing
medical conditions to cover pre-trip illness. Booking a holiday
or trip can be stressful enough, we strongly recommend you
put buying travel insurance at the top of your ‘to do list’; don’t
take an unnecessary risk by leaving it to the last minute, or not
at all! Still not sure why? It's because travel insurance won't just
cover you while you're away, it'll also cover you for cancellation
or anything else that might go wrong before you make your
trip – however unlikely, it’s worth it for your peace of mind
and protection.
Do I need travel insurance for a holiday in the UK?
Caller - We are keen to have a holiday in the UK this year; do
we need travel insurance?
PINNT - Firstly check if there are any insurance options
when you book your holiday, some companies offer an add on,
but do check the terms and conditions as they may have rules
about pre-existing medical conditions.
Caller - What do I need to look for in a policy?
PINNT - That very much depends on what you want to
insure against. It could be the amount you are willing to forgo
in the event of cancellation; it depends on your personal
circumstances, only you know what you can afford to lose.
Check out the full terms and conditions of any policy you wish
to purchase. Always weigh up the pros and cons of your final
decision. All pre-existing medical conditions and treatments
will need to be declared.

Cost of an insurance policy
Caller - Can you recommend a cheap insurance company
please?
PINNT - We have a list of companies we can send you as well
as Talking Points 2; we can’t comment on how much it will
cost you as we don’t know what you’ll be declaring.
Caller - That’s great, but I don’t want to pay too much.
PINNT - We appreciate that but do make sure you declare all
you need to, it’s a false economy to buy a cheaper policy that
won’t cover you.
Caller - I’ll think about it, I know people who have what I do,
and they get cheap insurance, so I’ll see who they used.
PINNT - Okay, that’s your choice. We just need to point out
that what suits one person may not be suitable for someone
else. Have a good trip.
Should a policy be purchased based on cost alone?
It’s important that the policy you purchase covers all aspects
of your travel plans that you want to insure against. In many
instances it’s a case of looking to cover against what you think
could happen potentially in relation to existing conditions and
treatments. We suggest seeking at least three quotes. Ideally
speak to a company representative to ensure they understand
all you want to declare.
Helping members work out what to do regarding travel
insurance is part and parcel of day to day PINNT life. We
know there is a lot of support between members, which
is marvellous. Currently the screening process is based on
conditions and they should cover all that is related to each
condition. Many people ensure they list their own type of
artificial nutrition and the fact they have a stoma, even if it
incurs an extra cost. We hear the odd horror story that could
have been less problematic if the right information was given
to ensure the right policy is secured.
Safe travels everyone!

BAXTER – visit to
compounding unit

We have a date! Wednesday 16th September 2020 is
when we plan to host a unique trip to the compounding
unit at Baxter, Thetford. Full information will be
shared nearer the time. If you expressed an interest in
a previous trip and didn’t mange to attend, then please
hold the date and you can apply again when the trip is
fully announced.
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The 10-year rule on central lines
I haven’t written an article for PINNT
for a long time, so I thought it was time,
especially given my experiences of late. I
am a very lucky patient in that I lead a very
good quality of life and am not artificially
fed seven days a week. Having said that, I
have had a bit of a tortuous time in the last
nine months or so with a line change.
I have been very fortunate as my last
central venous catheter, which was a
tunnelled line, was in situ for over ten years.
This was infection-free and was working
exceptionally well. I went to my normal
clinic appointment and was informed
that at ten years they needed to look to
change the catheter in case it started to
break down. The medical staff mentioned
something that I found quite scary, which
was venous trauma. I went away from this
clinic appointment not sure what to do
given the fact that they need my consent
to change the line; it made me question
the science behind changing the line. Has
any research taken place?
I decided to consult another specialist in
the area of TPN. The two specialists that
were consulted both agreed that at ten
years the line should be changed. I did not
ask for the research or the logic behind
this; I took their advice on merit as most
patients would.
Back in March, I had the line changed
without any complication. We utilised the

old tunnel and everything was working
very well. Sadly, I went septic a few days
later, which we then cleared with the use
of antibiotics, although it was complicated
as I am allergic to some of the antibiotics
that are used in line infections. We suspect
the infection appeared because we used the
old tunnel and a bug was able to colonise.
Time moved on and I was complaining
of sensitivity around the exit site. An
ultrasound was carried out which showed
a very slight shadow which might have
been a little stitch which hadn’t fully
come out. So, it was decided that the best
place to look at this was in main theatres
where they probed and had a root around.
Bizarrely this showed nothing, which is
probably typical as I am sadly complex!
Over the next couple of weeks it became
evident that, unfortunately, the tunnel
was actually infected and it showed that
the line had to be removed and could
not be saved; this was despite further line
antibiotics (both oral and IV) - commonly
called ‘antibiotics of last resort’ by the
World Health Organisation. So, I had a
period without any catheter because the
infection needed to subside.
Next a port was inserted; this was my
choice. I opted for a port rather than a line
given that I have twins who are at an age
where we want to go swimming and enjoy
all the good, fun things.

The port was inserted with no complication
and I am glad to report that we have had
no complications or issues following the
port insertion.
What has surprised me is that the old
tunnel is still causing me issues some six
months on, to the point where I have
had to go back to main theatres twice to
have an incision and drainage procedure
carried out. We have also had to carry out
MRI scans and work out how to clear the
issues that remain in this tunnel.
As a patient, I still question to this day, as
does my treating team, whether it was the
right move to change that line at 10 years
and what the research and logic is behind
the 10 year ‘rule’ to change. Technology
doesn’t really change in lines but at what
point do they start to break down. I have
now had seven different procedures for
what was an elective operation to change
the line. The line was working well and
when we pulled the line, it did not look,
to the naked eye, like it was going to start
breaking down. Therefore I wanted to
write an article just to ask the question to
the wider community; and maybe this is
a question for the PINNT expert panel
(VNT), as to whether there is research
around the ‘10-year rule’ or whether it
is ‘hearsay’ and something that perhaps
PINNT and BAPEN need to look into?

Richard
Ed says: Thanks for taking the time to share your story Richard. As you will read on page 4 we are refreshing our
Virtual Nutrition Team (VNT), this question will be forwarded to them when they are operational.

Fundraising for
PINNT
Have you ever wondered how PINNT manages to provide
everything free for its members? Wonder no more. PINNT
is run on and funded entirely by donations. We wouldn’t
be where we are today if it wasn’t for the kindness and
generosity of our many wonderful friends and supporters.
Our ethos is to help make the lives of those who are
artificially fed a little less stressful and one way that we can
do that is by providing free membership and free access
to resources and products for our highly valued members.
We also raise money through our Prize PINNT Pot,
which you can find details of on page 13. Sometimes our
members hold fundraising events on PINNT’s behalf and
whilst doing so they meet others who are artificially fed

20

and have fun at the same time. Sometimes this can be in
the form of an auction, charity ball, race night or nearly
new sale or sometimes it can simply be in the form of
a coffee morning or jam making session. It doesn’t need
to be anything grand or difficult to arrange and PINNT
would love to encourage our members who feel able to
help us by considering the occasional fundraising event on
our behalf. PINNT has a leaflet explaining in more detail
how you can fundraise on our behalf and we can also
provide literature
and
sometimes
other items for
fundraising events.
If you would like
to know about
fundraising
on
behalf of PINNT
please do get in
touch by emailing
us at: comms@
pinnt.com
or
telephoning us on
020 3004 6193.

PINNT group reports
Nottinghamshire regional group
The second Nottinghamshire PINNT meeting took place on the 29 November 2019 and was well attended with
several new faces. The meeting provided members, both those on enteral and parenteral nutrition plus their family
members, the opportunity to meet others living on home artificial nutrition.
The meeting started with a fascinating talk by Tracey Lee, a Nutricia nurse, who demonstrated the company’s new
app. This app enables the person on artificial nutrition, using a Smart device, to request a call back from the Nutricia
nurse. This technology enables the nurse to remotely give advice as they can see the problem without the need to visit.
This was well received by those at the meeting and something that members spoke about promoting to other home
care companies. This was followed by a promotion of the PINNT Medical Tag by the dieticians, prompting discussion
by members on their own positive experiences of using the Medical Tag. The consensus was that the Tag provides
reassurance if challenged about the rucksack contents when in public places.
A break followed providing members with an opportunity to mingle, to look at PINNT information, to buy raffle
tickets, and to have refreshments for those able to drink and eat. The raffle was so popular that there were insufficient
raffle tickets, and someone had to be dispatched to buy more! The dieticians joked that they had learnt a new skill
around managing a raffle. A total of £35 was raised.
The final part of the session was focused around a group discussion on the challenges of Christmas for those on
restricted diets and those unable to eat or drink. Members suggested some practical solutions to cope with food cravings
and the smell of food. This part of the session provided the opportunity for members to share their challenges and
hopefully feel less alone with the issues frequently faced when living on home artificial nutrition.
It was an enjoyable and informative afternoon. The next session is planned for the summer and we warmly welcome
new members.
Janet
Berkshire regional group
On 7 November 2019, we had another successful PINNT meeting in Berkshire. The theme for our meeting was
travel. We were fortunate to have one of the managers from our enteral home care company talking about the holiday
delivery service they offer. Many of us had successfully used this service to facilitate trips to UK holiday destinations
as well as Spain, Tenerife, the Canary Islands and as far afield as Malaysia. It was interesting to hear about other
people’s experiences and how they had coped with challenges and tricky situations. For many people it was their first
time attending a PINNT meeting, and for some it was the first time they had met other people receiving tube feeds. We
received a lot of positive feedback with people saying it had been a very useful introduction to PINNT and how helpful
it was to meet others with similar experiences. Our raffle raised £30 for PINNT funds, so thank you to everyone who
supported that. The next meeting is planned for spring 2020, watch this space for more information!
Rhian

New PINNT
groups
PINNT is keen to establish new groups throughout the
UK as we know how much it helps and supports those
receiving artificial feeding via tubes, catheters and
oral supplements. It’s not the size of the group, having
exhibitors and talks, it’s about bringing people together.
What is needed is caring and committed individuals
who can spare a little bit of time and spread a bit of
love. If you think you might be interested in supporting
PINNT in this way, do get in touch as we will support
you every step of the way. Email secretary@pinnt.
com in the first instance.

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.
To everyone
who attends
regional or
local events
and buys
raffle tickets
Thank you
we really
appreciate your
support.
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Coronavirus update and travelling
Below is a copy of the news feature as posted on our website on 27 February 2020 in response to
whether people on home artificial nutrition should continue to travel.
Further to the enquiries we have had, more so since the We recognise that members elect to stay in various types
of holiday accommodation, hotels, villas, apartments as
news of the outbreak in Tenerife, we offer the following:
•	There is no change to any holiday or travel service well as their own holiday homes. The advice remains the
offered by your homecare provider. If you don’t know same. If you are travelling independently and will not
have the support of a tour operator, think ahead and plan
what that is, ask now!
for all possible eventualities.
•	If you have chosen to book a holiday abroad then
we hope you’ve followed the advice PINNT gives, Government websites for the latest advice and
travel information:
which is to purchase travel insurance as soon as you’ve
booked your holiday. You need to insure against every https://www.gov.uk/guidance/wuhan-novelpotential reason for a claim, which may occur prior to coronavirus-information-for-the-public
https://www.gov.uk/guidance/travel-advice-novelthe trip itself.
•	If you are due to travel and have not yet purchased coronavirus
travel insurance, then do so immediately in case https://www.gov.uk/guidance/travel-advice-novelcoronavirus
further countries are added to the restricted list.
•	We advocate once again that anyone travelling must h t t p s : / / w w w. h e a l t h - n i . g o v. u k / n e w s / n e w take a medical letter, a letter from their homecare coronavirus-advice-service-provision?fbclid=
provider as well as a copy of the prescription for the IwAR3sazcZ6bNbBiWeEWFn9C1N5tgqF-AJnDMQ5R0xFfpz1xKO_5gqhPzJXQ
nutrition you/your child receives.
https://www.hps.scot.nhs.uk/a-to-z-of-topics/
•	Check the terms and conditions of your policy; see
wuhan-novel-coronavirus/
what you’re covered for, this is something we strongly
advocate, it’s not about the price of the policy it’s https://phw.nhs.wales/topics/novel-coronaviruscovid-19/
about the cover it offers.
•	Most policies will not cover epidemics or pandemics Information correct on 27.02.2020 - keep yourself
unless the advice is not to travel to certain countries. informed!
•	Carefully consider your/child’s known dependency
on either enteral (tube feeding/EN) or parenteral
nutrition (HPN/PN): Consider the impact of an
outbreak on your holiday. Currently the initial
quarantine period is 14 days, given the way this virus
is evolving, this timeline could change, it could be
extended if further outbreaks occur in your holiday
setting. Consider how this will impact on your ability
to access further supplies of your EN or PN fluids and
ancillaries. If abroad, it is extremely unlikely that you
will be able to access supplies locally or have them sent
to you from the UK from your homecare company or
your hospital.
•	Who decides if you travel abroad? If you have booked
a holiday, or are planning one, you need to consider all
current information and make an informed decision
based on what you know and your/ child’s known
needs.
•	Who decides if you travel within the UK? The advice
is the same as above. However, if you are within the
UK it will be easier to obtain on-going supplies from
your usual supplier. Obviously, all official guidance
must be followed.
Ed says: Some insurance companies are offering additions to policies in terms of the current situation. Before you
purchase anything, ensure you check the relevance of this for your personal situation.
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Safety poster

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: 020 3004 6193 or email
secretary@pinnt.com
You will need to give:
• Your name
• Full postal address
• Membership number
The poster has been endorsed by:
• NNNG - National Nurses Nutrition Group
• NIVAS - National Infusion and Vascular Access Society
• ANTT - Aseptic Non-Touch Technique
• PINNT - Parenteral Intravenous and Nasogastric Nutrition Therapy
Further copies can be purchased directly from PINNT via secretary@pinnt.com

Enteral poster
update

It probably seems so long since we asked for ideas for the
enteral ‘Safety’ poster, and you’re right it is! We asked for
thoughts from enteral members as to what S A F E T Y
would spell out on an A4 laminated poster that you would
give to an unfamiliar healthcare professional or emergency
services individual if you found yourself needing help. The
suggestions were great and thanks to Rebecca they were
all collated and sent off to the National Nurses Nutrition
Group (NNNG). We’re working towards a first draft; it will
be worth the wait!

See pages 6 and 7 for
#HANweek and
Annual get together
features.

Annual
get
together
2020

EDITORIAL TEAM: Debbie Phillips, 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 may 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 2020

Please notify us if you are planning to attend any of the groups, thank you.
Please send your Group’s dates for publication to: secretary@pinnt.com
North West:
10 September 2020, 12.30 – 2.30 pm, All Saints Church, Hoole,
Chester CH2 3HZ .
Leicester:
Date, time and place to be confirmed.
East Yorkshire and Humberside (HPN only):
2 June 2020, 11.30 am until 2 pm. Castle Hill Hospital, Hull
University Teaching Hospitals NHS Trust, Queen’s Oncology/
Haematology Seminar Room.
South East/Berkshire:
Date and time TBC. Earley Crescent Resource Centre, Warbler
Drive, Earley, Reading, RG6 4HB.

Bristol:
14 October 2020, 2.00 pm until 4.00 pm, Venue TBC.
South West:
2 June 2020, 2.00 pm - 4.00 pm, Best Western Passage Hotel,
Templar Room, Hackney Lane, Kingsteignton, Newton Abbott,
Devon TQ12 3QH.
Nottinghamshire:
Date TBC. 1.30 pm – 3.30 pm. Westdale Community Centre,
Westdale Lane, Mapperley, Nottingham, NG3 6ES.
Birmingham:
Date, time and venue TBC.

PINNT Ambassadors

Please contact us for information, support or just a chat
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
Norwich:
Jackie Riseborough.
Tel - 01263 834762
South East:
Rhian Howells.
Tel - 01635 273710
Email: rhian.howells@berkshire.
nhs.uk

South West:
Jane Gagg.
Tel - 01803 654951 Email - jane.gagg@nhs.net
Georgie Adams.
Tel - 01392 404635
Email - gadams1@nhs.net
Lisa Cripps.
Tel - 01752 432562
Email - lisa.cripps@nhs.net
Leicester:
Phil Roberts.
Tel - 0116 222 7161 Email: hens@lnds.nhs.uk
Bristol:
Julie Barker.
Tel - 0117 342 7515
Email: j.barker2@uhbristol.nhs.net

Birmingham:
Gaynor Morgan.
Email: gmorgan@pinnt.com
East Yorkshire and
Humberside (HPN Only):
Philippa Macelhinney. Tel - 07827
937025
Email: philippa.macelhinney@
hey.nhs.uk
Nottinghamshire:
Janet Darby.
Tel - 07583 854091
Email: jdarby@pinnt.com

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.
www.pinnt.com

