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Editorial
After a very successful HAN
Week in August we are
delighted to share all the
stories that we featured during
the week here in Online too.
We hope also to encourage
PINNT members - who
have a story to share - to take
part in the new project ‘Let’s
Talk’ about Home Artificial
Nutrition. More information is available about this on
page 18.
We know how difficult the past months have been for
many of you; much-needed holidays and breaks missed.
Let’s hope that in 2021 those who wish to will be able to
travel safely to their favourite destinations abroad. It has
been lovely to hear about the breaks people have taken
within the UK.
Thank you to everyone who has supported PINNT in
terms of stories, their time and donations, we appreciate
each and every single donation, it’s not all about the
amount!
Carolyn
Chair PINNT
Online email:
comms@pinnt.com
Online address:
PO Box 3126, Christchurch, Dorset BH23 2XS
Tel: 020 3004 6193

Julie Connery, National Secretary,
email secretary@pinnt.com Tel: 07368 313420

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
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

PINNT COVID-19
survey

An overview of HAN
Week 2020

In April 2019 we launched the COVID-19 impact survey,
intended to help PINNT understand more about the
impact of coronavirus on you or your child in relation to
Home Artificial Nutrition (HAN), and how self-isolating
and shielding impacted your psychological health and
well-being.
We aimed to capture aspects of this situation that only
those living life on HAN would experience, to gain an
insight into your personal experience. With this insight we
will be able to better inform the relevant bodies in our
communications to seek the right support and information
for our members.
During HAN week we released the preliminary data from
the survey and are pleased to announce that the first in
the COVID-19 Impact series will be released very soon.
This looks at the provision of, and access to, information
and guidance regarding the precautions that should be
taken during the initial stages of lockdown.
As a thank you to all those who took part in the survey,
we wanted to ensure that they received first sight of the
paper, after which we will be sharing it more widely.
Over the coming months, further papers will be published
looking specifically at how our psychological health and
well-being has been impacted.

Weeks of planning came to fruition at 9am on Monday 3
August 2020. The aim of Home Artificial Nutrition (HAN)
Week is to raise awareness about HAN, those who need
it, the impact of HAN as well as the additional aspects of
receiving a life-saving treatment at home from numerous
perspectives. PINNT is privileged to have a wideranging network of amazing contacts who collectively
strive to support, develop, and sustain homecare.

Paediatric Nutrition Team, Royal London Hospital
Each day was themed and included a range of activities
and it was completely overwhelming to see the support
and engagement during the week. The main event is
always the stories shared by those on HAN - they bring
insight and diversity in terms of HAN. We aim to show
the achievements that individuals can accomplish. As our
Chair always says, “It’s not the distance you travel but the
journey you take.” It’s all too easy to overlook the effort it
takes for some people to achieve their personal goals or to
function on a daily basis.
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An overview of HAN Week 2020 - continued
So, on Monday 3 August 2020
seven-year-old PINNT Ambassador
Ezekiel Martin from Consett, County
Durham, launched Home Artificial
Nutrition (HAN) Awareness Week
- our national event, which aims to
raise awareness of HAN in several
different ways.

Ezekiel, who has had a feeding tube
since he was a baby and has to be
artificially fed for seventeen hours
each day, opened HAN Week with a
call out to other people with a feeding
tube to challenge themselves to do
something outside their comfort zone.
Ezekiel said, “I think being tube fed is
okay. It can be quite hard sometimes,
but I can still do lots of things that I
love. I am really proud to record my
message and hope it makes people feel
good. I hope people will learn about
tube feeding and see that we are just
like other people.”
Ezekiel - who has relied on artificial
nutrition since he was a baby because
of food allergies and eating problems
- receives most of his nutrition
through tube feeding and can only
eat small amounts of food and drink
small glasses of water. Since he was
eleven months old, he has carried a
2100g backpack containing his feed
when out and about. Alongside his
work championing PINNT, he has
also led awareness-raising activities
at his school, including making
an assembly presentation on tube
feeding and leading his classmates
in an experiment to test out wearing
similar backpacks earlier in the year.
He has had multiple hospital stays
and 21 operations in five years.
Ezekiel’s Mum Amy says, “It’s a
real honour for Ezekiel to lead
this campaign. PINNT does such
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good work to support families who
must adjust to the realities of life
with tube feeding. Despite Ezekiel’s
positive attitude, there is no denying
that being a parent to a child who is
tube fed is challenging. Every month
we have over 50 boxes of medical
supplies delivered to the house, and
so we have a cupboard and a shed full
of the medicines Ezekiel needs just to
get his basic nutrition. Obviously, life
is not straightforward. The support
and sense of community that we get
from PINNT is vital. I’m thrilled for
him that he is able to give something
back especially this year when a lot of
people who rely on artificial nutrition
have had a particularly difficult few
months because of additional health
concerns during coronavirus.”
On Tuesday 4 August 2020 we saw
PINNT Ambassador Gary Taylor
from Halifax start his 375-mile offroad cycle challenge. Gary has been
dependent on enteral tube feeding
since he had a benign tumour
removed from his neck in 2016.

Gary said, “I was always planning to
do an on-road bike challenge to raise
awareness of PINNT during HAN
Week, but my plans were completely
derailed by the coronavirus outbreak!
This is a real challenge for me as I am
not a natural cyclist and for such a long
challenge (5 and a half days. Starting
at 9 am to 4-4.30 pm most days,
finishing at 12 noon on the final day).
I needed to think carefully about my
artificial nutrition and make sure that
I was properly fuelled. I’ve previously
run a marathon to raise awareness
of tube feeding and that was more

within my comfort zone than this, so
I’m a bit nervous but proud to take on
the challenge!”
Gary was diagnosed after finding
a lump in his neck and had a
complicated head and neck operation
to remove the tumour. He has had
more procedures during his recovery
to move his vocal cords to restore his
voice but still struggles to speak due
to paralysis in his tongue. As well
as having completed the London
Marathon, Gary has also completed
the Yorkshire Marathon, the Yorkshire
Three Peaks and The Great North
Run all while managing his nutrition
on the go. He plans to undertake
more challenges to raise awareness,
including global marathons, a sky
dive, and a coast to coast walk from
Blackpool to Bridlington. Gary says
“It is a real privilege to be a PINNT
Ambassador and to raise awareness
in this way. Without PINNT, people
like me would not get the support
we need to help us go on to achieve
our own goals. PINNT gives you the
opportunity to meet other people
who are tube fed and share worries
and fears and hopes and dreams with
them. They’ve been fantastic through
the coronavirus outbreak too when
many of us have felt particularly
vulnerable.”
PINNT was honoured that two of
our Ambassadors took on challenges
to raise awareness of HAN, they were
both keen to acknowledge that not
everyone has to partake in extreme
activities to be highfliers; people can
achieve with all sorts of activities.
As we say, ‘never judge a book
by its cover,’ no one else can fully
understand the individual challenges
faced by people. Throughout the
week we saw great feats in terms of
challenges, - facing a camera, being
interviewed, making a video. People
became writers, directors and actors,
others sent hand-written cards, or
did something as out of character as
DIY. There was also one incredible
challenge where Sarah refreshed her
piano skills by preparing a recital of
‘Food Glorious Food,’ which took a
huge amount of commitment and
energy on her part.

Our three main objectives at PINNT are:
• Support and Advocacy,
• Education and Information
• Consultation
Whilst we follow these objectives throughout the year,
HAN Week provides a specific platform for us to talk
about what we do and to raise awareness of HAN.
Thanks to those who took part during HAN Week;
we firmly believe that it’s not about the number of
‘likes’ on a post or the number of ‘shares’; although we
love each of them, it’s about the actions, changes and
engagements that follow that show the success of an
awareness campaign. We have much to follow up on
and will report back as new initiatives come to fruition.
We will be sharing other HAN Week activities in the
next edition of Online.
We would like to thank the companies who
supported HAN Week 2020. Please note no
financial support was used to produce the
animation.

HAN Week animation
The PINNT HAN Week animation was launched halfway
through day one of HAN Week. We toyed with the concept
of a video verses an animation; we wanted to test the water
in 2020 with something different. Although almost 50,000
people in the UK receive home artificial nutrition, there is
little general awareness or understanding about it. People
on HAN are not only dependent on their nutritional fluids
but the provision of a homecare service to deliver it directly
to them at home. This service is not always available to
other HAN-dependent people around the world. We are
thankful for what we have but acknowledge that the past
12 months have been challenging for all those involved
in the PN supply issue, especially the patients. We want
people to recognise the value of our homecare services and
protect them for those who are dependent upon them. We
are committed to continuing to advocate for our members
on this issue.
The animation can be viewed on our website www.pinnt.com or on PINNT’s YouTube channel: bit.ly/3m11klp
- we hope the message that we need to value and protect the provision of our homecare services comes across loud and
clear. Thousands of people who are dependent on life-saving therapies are also dependent on these services.
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Behind the scenes of Gary’s cycle challenge

When COVID-19 hit us way back in March it quickly
became clear that the cycling challenge would not be able
to go head. So, we had to sit down and think outside the
box and come up with a way of still being able to make
it happen. As everything was starting to go virtual it was
clear that this was the way forward, but how could we
make it interesting? How would it work?
It was relatively easy to come up with ideas but not all of
them were easy to do. So, after lots of thinking at a PINNT
Executive Committee meeting an idea was formed. If
only we had known then what work, time and tears it was
going to take.
Six weeks before the start of the challenge work started.
First of all, we had to take our idea and see how we could
make it work. The more we broke it down to bite size
tasks, the list of things that had to be done got bigger and
bigger. I was not able to help my wife Colette with a lot
as I was having to train a lot. Back in March I didn’t have
a training plan - it was just seeing what I could do and
getting used to the bike and the other equipment I had.
As the months went on, I got a plan together. It resulted in
me doing one hour a day for five days (about 15 miles on
the flat). On day six I would push myself to do a 30-mile
ride (again on the flat). Day seven was my rest day and
gosh I needed it. Every two to three weeks I would have a
meeting with my dietitian, and we’d look at the plan and
make changes to my nutrition to enable me to increase
my distance. After a while I surprised myself, I was doing
around 50-60 miles.

An ice bath at the end of the day
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In the meantime, Colette
was writing scripts and doing
research for all the facts on
the places I would be going
through (this took hours and
hours). Just 23 studio scripts,
17 live scripts, two interviews
and one training video
later we were ready to start
filming. Day one of filming
took forever as we couldn’t
get our words right, the more
we got it wrong the more we
couldn’t do it for laughing.
We had a news studio set up in the lounge for weeks! Once
all the filming was done, we had to enlist the help of our
16-year-old daughter to do all the editing. She made it
look so easy.
As the challenge was getting closer, we were thinking
have we bitten off more than we can chew? Is it all going
to work? If it doesn’t all this work would have been for
nothing.

A week before: My training had gone well so far, and
I was slowing down the training to rest and repair my
muscles. I was thinking - have I done enough training?
I was worried that I would not be able to complete the
challenge and that I would be letting a lot of people down.
I didn’t want to look or feel
like a failure. My nutrition
was a concern, but I knew
that I had my dietitian on the
end of a phone at any time I
needed it. Most people on a
week before an event would
take on more protein to help
repair and strengthen their
muscles. They would have
more carbohydrates to build
up and store energy and
drink lots of water to make
sure they are well hydrated.

I had to use ProSource® to give me extra protein and
extra water to hydrate but there is no substitute for
carbohydrates so I couldn’t build up extra energy. Due
to this I was feeling on a back foot before I even started.
The one thing I didn’t feel I had to worry about was all
the filming and technical things as I knew Colette had it
all in hand.
The night before: I didn’t have time to worry about my
feelings as I was too busy trying to get all my equipment
ready and checking everything was working. I had a last
meeting with my dietitian and talked about any lastminute changes to my nutrition. I made all the electrolytes
up and got all the liquids I would need ready. My feelings
caught up with me when I went to bed that night and I
struggled to get to sleep.
The start of the challenge: That first morning I think
Colette was more nervous than me, she was in a flap
saying she couldn’t do it. So, I had to be the man of the
house and take control (this is in my diary as the one and
only time Colette let me choose and wear the trousers haha). I did a last check of the bike and it was show time. All
of you who were watching will know it did not go well at
all. We did not know that you cannot film with the camera
in landscape. We were glad when it was over and after
taking a breath and rest up to finally film in portrait. On
the second live my daughter’s phone rang in the middle
of broadcasting; could anything else go wrong? Lucky
nothing else did and the rest of the lives went well.

Rest of the challenge: At the end of day one I was
feeling good and positive about the week ahead. But as
the week went on, I started to ache more, and the doubt
started to kick in. By the end of day three I was hurting
and really didn’t think I could do it. Day four and five were
hard days with 74 miles and then 84 miles the day after.
They say that all the support from people helps keep you
going, I never realised how much until then. The relief
at the end of day five was immense. Day six was to be a
walk in the park after what I’d just done over the last few
days… or so I thought!
On the last day I choose a route on Zwift (a home cycling
and training app) that was a lot harder than I expected
it to be. The steepness on the mountain was ridiculous.
So, as I went over that finish line, I was so exhausted and
emotional.
I didn’t know anything about the presentation and the
confetti canons, so that made it more special.
I was so pleased that I was able to do this for PINNT and
the awareness that it raised was great. Looking back, I
really did enjoy this challenge and am looking for the next
challenge already.

Gary
#TeamGARY

Our private Facebook group
For those of you who are new to PINNT, we run a private Facebook Page for full PINNT members and their
family or carers (please note you must be a full or associate member to join).
If you would like to know more about joining please email secretary@pinnt.com and search for the page on
facebook.com/groups/pinntclosedmembers/
Debbie

Thank you to everyone who has selected PINNT to
benefit from your Amazon shopping. If you’re not sure
what Amazon Smile is all about, read on…
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 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
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HAN Week Stories 2020
There are no roadblocks, just speed bumps
During HAN Week we broadcast
a video from one of PINNT’s
younger members Anna and this
is a summary of what she had to
say:
My name is Anna and I have Short

Bowel Syndrome (SBS), which means
all my small intestine and some of my
large intestine have been removed;
as a result, I am on total parenteral
nutrition (TPN).
Each day at breakfast, lunch and
dinner I take an assortment of
medicines according to whether I am
having TPN that night – I may also
take additional medicines just before
bedtime.
Once I had a funny experience with my
TPN at night. The tube that connects
to the TPN bag split one time and it
went everywhere. I woke up and it
was all over my bed and pyjamas – it
just kept running out of the tube – I
thought I was having a bad dream. As
a result, I had to have extra fluids as I
had not had my full quota of TPN.
I love football and photography. I have
been playing football since I was seven
years old and I really like being part of
a team. My dad has a camera at work
and I really like to experiment with

it. It is thrilling to have these hobbies
outside of my life on total parenteral
nutrition (TPN).
I would really like to thank my mum
and dad and all my family and friends
for all that they do for me. Especially
my mum and dad who have been
on this journey with me since the
beginning. My mum takes me to my
hospital appointments and my dad
must fit in everything around his work.
They are great. Thank you, mum and
dad.
I want to say to everyone: Remember
you are not alone. There are plenty
of others in similar situations. No
problem is a road block, it is only a
speed bump – this is a saying I have
heard many times and it means that
there is no problem that cannot be
overcome – some are just bigger than
others. Follow your heart, follow your
head – you will go far.
Anna

A life re-arranged
I live with dysmotility
secondary
to
EhlersDanlos syndrome and
have been on artificial
nutrition since Christmas
2018. As I’m unable to get
enough nutrition through
jejunal feeding, I’ve also
been on supplementary
Total Parenteral Nutrition
(TPN), since April 2019.
I work part-time as a
computational
scientist
in the defence industry, a
job I’ve had since 2003.
I noticed before I started
TPN that my brain just
wasn’t working properly; I couldn’t concentrate on reading
a magazine, let alone do the complex problem solving
required for my job.
My employer has been great at enabling me to do a slow
phased return as I learn to balance feeding with work. A
phased return really is essential after time off sick, especially
after long periods in hospital. For the first few weeks all I did
was get myself to work, get my IT sorted and start working
my way through all the hundreds of emails in my inbox.
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I have noticed that shielding during the pandemic and
working from home has made my feeding routine easier to
manage. I can sit and do my flushes and drugs whilst I catch
up on my e-mails, or some work I can do with one hand,
rather than trying to get up even earlier so I can get out
of the house and into the office. I can also leave my TPN
to run later so I’m not dealing with it at the same time as
trying to sort my enteral feed out. When I was in the office,
I would sometimes feel self-conscious if I needed to swap
my feed to a water flush mid-meeting, I do wish the start
and end beeps could be made much quieter on the pumps!
I look forward to eventually being back in the office and the
social contact, but I’ll be looking at my routine to see what I
can change to continue to make things a little easier.
Alongside my scientist role, I’m also a union rep specialising
in equality issues with an interest in those that affect
disabled people in the workplace. My work as a union rep is
both within my own workplace and nationally, so I usually
travel approximately once a month to attend meetings and
conferences within the UK. Most of these are overnight
trips so I can move my nights off TPN to those and then
I only have to deal with enteral feeding whilst I’m away. I
find making lists helps to reassure me that I’ve not forgotten
anything, plus taking a few spares (although not too many).
I did manage one longer trip where I had to take one bag of
TPN with me. I’d stayed at the hotel numerous times in the

past and they were really understanding of the importance
of keeping the bag cold. It did confuse the waitress one
night when she asked me if I wanted the bag from the
fridge, not realising it wasn’t actual food and I was already
connected to it!
I horse ride with the Riding
for Disabled Association
(RDA) and really missed it
when I had to take a break
due to my health and am
again missing it now during
shielding. Once I’d been
on TPN for a few months
I returned to riding and
we built up my lesson time
slowly until I was back to
doing a whole lesson. I was
very much looking forward
to competing again this
year, but sadly, as with
most things, it’s all been
cancelled.
My husband and I are keen gardeners (well we try) and last
year we took on an allotment. I assist with the little jobs I
can do, and he does everything else. Even though I can’t eat
the fruit and vegetables we produce, it’s still very satisfying
looking after the plants from seeds to harvest. This year
we’ve had to turn our garden into a mini allotment but it’s
still nice to get outdoors and have a break from work and
being in the house. One of the first day trips out after I was
discharged from hospital on TPN was to RHS Wiseley and
we’ve booked to visit again in a few weeks’ time as shielding
restrictions are lifted. Usually, we’re also regular attendees
at Twickenham for international rugby matches and we
look forward to returning sometime next year.

I find my PINNT tag really helps with going through the
security at large matches. I’ve never had someone question
my feed bags and ancillaries, but the tag helps to reduce
explanation and gives you that bit of extra confidence. As
with overnight trips away, I find lists are helpful to reassure
me that I’ve not forgotten anything. If there’s a bit of a
drive to get somewhere, I’ll do my morning flushes and
drugs in the van on the way and give myself a bit more
time in bed.

My husband is a huge help; he and I share the responsibility
of connecting and disconnecting my TPN. If you have
someone you can trust who can assist when you’re feeling
rubbish and/or if, like me, you have problems with your
hands, I recommend it. Dealing with enteral and/or
parenteral feeding can take up a lot of your time and at
times feel a bit relentless. I still have unpleasant symptoms
that need managing but, on the upside, I’m back at work,
full of energy, horse riding and living life again.
Amy

A different kettle of fish!
Chloe joined our family through
adoption at the age of 18 months.
We were already parents to her two
full siblings and our birth son but
welcomed her gladly.
Like her two older sisters, we knew that
Chloe had a mitochondrial mutation
called Mitochondrial Encephalopathy
Lactic Acidosis and Stroke Like
Episodes (MELAS) and was likely
to have some degree of learning
difficulties. However, both the older
girls are stable - medically speaking
- and their underlying issues have
little impact on daily life beyond the
‘normal’ issues of caring for children
with significant learning issues.
I've worked around and with disability
for many years, as has my husband,
although he works with the elderly,
so, we thought we knew what we were
doing. With hindsight looking back we just laugh! Chloe was out to show
us that she is a different kettle of fish!

She was born significantly premature
with several issues. Her neuro
consultant says that when she was
born, he scheduled several MRI and
EEG tests (in his words) ‘expecting the
brain to light up like a Christmas tree!’
as she presented so severely. Imagine
his surprise when her scans showed a
lovely healthy brain! (Chloe’s talent is
confounding tests.)
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When we first met her, she had no
ability to sit independently and was
often laid flat in a baby bouncer for
hours because it was the only way she
kept any feed down at all. Although 18
months old, she was fed on thickened
liquids and first weaning foods but
would still vomit numerous times
a day. Because we had experience
of additional needs with our older
children as well as professionally, we
recognised quickly that this went far
beyond the normal reflux issues.
We were seen soon after raising
our concerns and she had the usual
range of swallow tests. They showed
a disorganised swallow and the worst
case of GORD (Gastro-oesophageal
reflux disease) that the specialist had
seen in a 40-year career!

Chloe commenced gastrostomy feeds
but over the next six months it became
apparent that this wasn't a viable
option. She still vomited continuously
and seemed in intense pain. She was
needing doses of Oramorph® daily
just to allow feeds and our usually very
smiley baby was utterly miserable. We
were booked in for the appropriate
operation to help Chloe. We ended up
in hospital for four and a half months as
- although she tolerated the operation
well - she was producing huge amounts
of wind, which was getting trapped in
her stomach and causing intense pain
and she still wasn’t tolerating feeds.
To cut a long story short we then
trialled a GJ (gastro-jejunal) tube and
managed six months of jej feeds with
24/7 gastric drainage. She still could
not move independently and had little
hair. She was the size of an average
nine-month-old baby. Her feeding

10

trials showed a child who screamed in
agony when feed was given, even at five
millilitres an hour so the decision was
made to put her on Total Parenteral
Nutrition (TPN).
Within the first day of being on
TPN we were able to cut out all her
pain medication. We went through
the training to bring her home and
came out of hospital the day before
Christmas Eve. Having her home on
TPN was difficult at first. However,
we could see the difference it made
to Chloe. By June, the following year
she had a full head of hair for the first
time; she had nearly doubled in weight
and was making huge strides in her
physical development. Her condition
continues to develop and we have had
to add a range of IV medications to her

line out! We have had to be inventive
in the way we dress her line (she also
has extremely sensitive skin) to prevent
pulling and her last two lines have been
placed exiting her back.
What I never fully appreciated was
how exhausting it can be to provide
24/7 nursing care. I thought I had
some understanding having had my
other three who all have varying
degrees of disability but adding in IV
drugs and TPN is on another level
entirely. Throw in a child who barely
sleeps and is a risk to herself and it
becomes nigh on impossible.
Thanks to her amazing team at Leeds
we finally (after three years) managed
to get more care for Chloe which at
least means we can sleep. Prior to this
we were taking it in turns to stay with

routine including anti-convulsants due
to epilepsy but she is now nearly eight
years old and is walking independently
and is a beautiful and very cheeky
young lady.
Chloe is non-verbal and has severe
learning difficulties as well as sensory
processing disorder and this has proven
a trial at times in terms of keeping her
line safe. She removes her gastrostomy
frequently and has pulled her central

her at night to prevent her removing
her line.
We love our children and are proud
and privileged to provide the level of
care we do but we are also human. If
I had been told anything to help at
the start of this journey it would have
been that not only is it okay to ask for
support but that we shouldn't need to
beg when we do.
Kristi

I don’t want to ‘carp’ on… but!

If you have not guessed straight away, I am a keen
fisherman. I enjoy nothing more than escaping with
fellow team members at Crafty Bait and Tackle to share
our mutual love of the sport. In addition to fishing I am a
keen photographer, an interest I share with my son Aaron.
My other interest is being a DJ on internet radio with
BoomFM Crazy Crew. The first two activities provide
solace and the DJing is the complete opposite.
I’ve had a number of health problems that started in 2006.
From July 2018 I found myself on jejunostomy feeding; in
April 2020 it was changed to parenteral nutrition (PN).
I still have my jejunostomy tube but that’s purely for
medicines now. I am unable to eat which I am finding
difficult to adjust to, especially when it’s everywhere I
look. Mentally it is one of the hardest experiences I’ve
ever had to deal with. I fully understand that being on PN
is keeping me alive but some days the thought of having
to put on my PN really gets to me.
As yet I have not been able to travel far with my PN. I’ve
been shielding due to the coronavirus but when fishing
was allowed, I managed a couple of days enjoying my
passion. Later in the year I hope to go to Scotland with
Aaron on a photography trip. Usually we wild camp, but
as I’m now on PN I am not sure about this; time will tell.
When I started my journey on artificial feeding, I wish I
had known about PINNT and had access to the support

network it offers. I have since
found out that some of the
nurses knew about PINNT,
it is just a pity they didn’t
tell me! The main benefit
of being part of the PINNT
community is that you can
ask questions of people who
may have the answer or some
useful advice. It’s difficult
and awkward asking family
members as they don’t have
the answers or experience
that I am seeking. The
support I’ve received to date
has been amazing.
Since having to adapt to
this new lifestyle, a new
way of eating and drinking
I couldn’t have manged it
without my family. I’ve mentioned Aaron my son, I also
have two wonderful daughters, Shaquila and Shanice. Also,
on my journey I’ve had the support of my grandchildren,
my team members at Crafty and Tackle - Jeni, Andy and
Steve. A shout out to BoomFM Crazy Crew – without all
of you I wouldn’t have come this far.

Finally, I want to thank the members of PINNT who have
supported me during my short time as a member.
Daz

F o l l ow u s on T witter @ P I N N Tc h a r i t y
Tell your friends and follow us.
F o l l ow u s on instag ra m
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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Thinking outside the box
My name is Steven, I am
40 years old and live just
outside of Newcastle
in the north-east of
England. I have been
married to my husband
Ian, coming up for three
years in September, and
I am an occupational
health advisor and PhD
student.
I’ve been on enteral
nutrition on and off
since I was 15 years old,
but this became a permanent feature of my life in 2005.
My reason for being on enteral nutrition is somewhat
unusual - I was diagnosed with Anorexia Nervosa when
I was 15 and tube feeding was the only way to keep me
alive. Permanent tube feeding is not a regular treatment
for an eating disorder, but after several long admissions
to hospitals over 15 years, it was decided that permanent
tube feeding would allow me to reach and maintain my
physical health, and thankfully it has.

People find it a little difficult to understand sometimes that
physically I can eat, but mentally that is a whole different
story; the battle with food is one that I cannot win, and
believe me I have tried! It would be nice to be able to
partake in the social elements of food and to really engage
with them, like those around me, but I accept that it is
not how it is going to be. At first, I would avoid all events
that involved food, but this was mainly because I thought
others may feel uncomfortable, but my resolve did not last
long as I would feel left out of conversations; I am too
nosy to let that happen! Now, I am as much a part of the
events as anyone else, I just do not eat the food. Over the
years, I have shifted my understanding so that I see my
reason for being there as connecting with my family and
friends, so I do not feel like I am missing out.
I find that when people first learn that I am tube fed, they
will either ask me questions about it, or try not to react at
all, at least at first - then the questions come eventually
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and I am happy to answer them, after all, I would rather
they asked me than make assumptions.
I feel that everyone who starts enteral nutrition should
know that, unlike Tigger, they are not the only one. I felt
very alone at the beginning of my treatment, but PINNT
showed me that I was not. I saw others travelling their own
journey - same treatment but vastly different path and I
realised that my adventure was just beginning. I knew that
there would be many turns along the way. So, remember
you are not alone and most importantly be patient with
yourself.
To the healthcare professionals, for whom I have the
utmost respect and gratitude, please think outside the box
sometimes. My team did, they believed in me and tried
something different and because of that decision I am
alive today and even better and healthy enough to really
live it.

Many people ask me if people have/do support me and
the answer is countless people do. My family fought hard
for me since day one; they, like my healthcare team did
not give up on me, even when I did and when it probably
seemed hopeless. PINNT, for showing me that I am not
alone; Carolyn (from PINNT) who taught me so much
and built me up to be able to do what I do every day;
my husband Ian, who stands by me every day, no matter
what mood I am in, or how many times the alarm on
the feeding pump goes off during the night, or how an
overnight stay is like packing for a two-week holiday. We
do not get through things on our own, it takes a village
and I am so grateful for mine.
Steven

Are you connected mum?

I’m Helen and I’m 36 years old. For
the six months from February 2019, I
was nil by mouth; now I am on Home
Parental Nutrition (HPN) five nights
a week and I can tolerate a limited
intake of liquid and liquidised/soft
food.
I agreed to write my story, but when
it came to putting pen to paper, I kept
stalling. I realised that since being
on HPN I haven’t reflected properly
on the changes in my life, I have just
‘got on with it’. Upon reflection, I
feel quite angry and upset. There was
my life before HPN and then my life
after. It is such a strange feeling to
resent HPN but at the same time be
forever grateful to it for giving me life.
I am fortunate that I have fantastic
supportive friends and a very loving
and caring family – especially my
husband and five-year-old son.
I have had Crohn’s disease since I was
nine years old and I have been in and
out of hospital all my life. I also have
Addison’s disease (meaning I must
take a daily steroid replacement),
liver disease, high blood pressure,
tachycardia, and a permanent
ileostomy. Unfortunately, I have also
had multiple surgeries, including
removal of my large bowel following
a burst gall bladder. It was a routine
(but emergency) hernia operation
which resulted in me requiring HPN.

I had the hernia operation, came
home and within the week, faeces
and bile started coming out of my
stomach staples. It was concluded
that I had a fistula (when unravelling
my intestines, it was discovered that
a hole had developed in my bowel).
I was in hospital for five long solid
months.
The hospital put me on Total
Parental Nutrition (TPN) 24 hours
a day, glucose, and lipid bags. I was
completely nil-by-mouth. Before long
I was having trouble with my eyesight,
I had developed severe diabetes. So, I
was transferred to just lipid (fat) bags.
As a result, I have ongoing cholesterol
problems. I am now on a combination
of vitamin and mineral bags. On my
‘days off ’ I really notice that I have
not had the feed - fatigue is one of the
main problems I encounter on HPN.
When I was first home, in July 2019,
I was fed via HPN seven days a week,
13 hours a day (I couldn’t shorten the
feeding time as I needed potassium
and that has to be infused slowly). I
used to have nurses come every day to
my house to connect and disconnect
me but now my husband and I are
trained to do this. This means that I
don’t have to be available at certain
times for the nurses, and connection
times can be of my choosing, giving
me greater control.
I have much more
freedom now and
my quality of sleep
has
improved.
Currently, 2,000
millilitres
are
infused,
which
means that I wake
up every few hours
in the night to go
to the toilet. I feed
five nights a week.
I can also drink
a limited amount
of clear fluid daily
- 500ml – which is heaven!
My son often calls out: ‘Mum, are
you connected or disconnected?’
– meaning: Am I feeding or not?
In other words, as he knows I carry
the feed in a backpack when I am
connected, I am a lot slower at
moving. Therefore, he realises that he
has longer time to do something that

he isn’t meant to be doing!
My recovery has been slow, and
although I have improved, I still sleep
12 hours a night and I am unable
to return to work at present. I am a
qualified social worker, and I do still
have my job, and hopefully once I have
had four more corrective surgeries
(which the pandemic has put on hold),
a bit more normality will resume.
There is no guarantee I will be able
to come off HPN and eat ‘normally’.
I am already limited in what I can
eat because of the ileostomy and the
narrowing of my bowel. I cannot
digest fatty food (no gall bladder), and
I’m lactose-intolerant, but I do love
food and drink and want to enjoy it.
During the lockdown, in terms of
restaurants and eating out, holidays,
etc., I did not feel like I was missing
out. However, this is becoming harder
as everyone begins to socialise again
as I cannot eat much, and I must be
back home to connect to my feed.
This year’s pandemic in some ways
has been positive: it has gifted me close
time with my family – important time
which was sorely lost when I was in
hospital last year. My relationship with
HPN is like a ‘double edged sword’.
It is restrictive, time consuming and
mentally challenging. At the same
time, it maintains my adequate
nutritional needs and permits me to

be at home with my family. Viewing
life with HPN through this idiom
provides me with realistic perspective;
despite the negatives of HPN, the
positives outweigh the negatives.
HPN allows life with my family, and
family is my life.
Helen
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The things you do for love…
My mum became very
poorly in my last year of
primary school; for a long
time, mum carried on
working and looking after
me and dad even though she
was in pain and struggled to
keep anything down.
Mum started to go in and
out of hospital, which was
extremely hard to get used
to when mum had always
been there for me. We used
to have bets on how long she
Lisa would be in hospital for. We
still had to continue with our lives; I had school and dad
worked shifts of two days and two nights with four days
off. There was still housework and we still needed to eat
– Dad and I began to realise all the things that mum did.
Mum was admitted into hospital again and we all made
our bets but none of us could have ever imagined the
journey we were about to go through.
When mum was admitted
this time, she ended up
being in Kings Lynn
Hospital for 18 months and
was then transferred to St
Mark’s hospital in London
for a further six months. By
then I was used to hospitals
and never really thought
much of it, I used to take
my homework up to the
hospital with me. It’s only
now looking back on it I
wonder how hard it must
have been for dad and my
nan and grandad.
Mum
After mum had been in for six months, we realised this
was going to go on for longer than we imagined, Home,
school and work lives were suffering so the decision was
made to give me a bit of normality. I would move in with
my nan and grandad and spend the weekends with dad.
Mum contracted viral meningitis and septicaemia and
ended up in intensive care, Dad was called home from
work early because they did not think mum would pull
through. I did not know this at the time, but dad thought
it would be best for me not to see mum. I could not
understand why dad was not letting me visit mum because
normally I would see mum most days. If I couldn’t, I
would always phone her which ended up with a £600
phone bill one month! I was disheartened by dad’s view
that I was not grown up enough to understand and deal
with the situation. Fortunately, mum managed to fight the
infections and I was able to visit again.
Mum was transferred to St Mark’s hospital, which is a
specialist hospital. This was extremely hard for us to deal
with as London is a good couple of hours’ drive away. It
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was not as easy to visit mum
every day as dad still had to
work, I was lucky if I got to
see Mum once a week. We
would also miss the hospital
staff at Kings Lynn because
over the past few years they
had become friends - from
the consultants through to
the cleaners.
Things started to improve
when mum was in London,
they managed to get her
nutrition under control
and there was a light at the
Dad - David
end of the tunnel, I had
left school by this time and met my future husband who
would regularly take me to see mum. Mum finally got
discharged after being in hospital for nearly two years and
even though life would not be the same it was our new
normal.
Mum struggled with being on parenteral nutrition (PN)
but knew it would give her a quality of life. When mum
had been out of hospital for a while and felt confident, we
went to America, which had its challenges having extra
luggage for all mum’s medical stuff and letters to explain
everything, but mum is strong and was determined not
to let this ruin our holiday. We had an amazing time in
America - memories to treasure forever.

Lisa, Ian and Family
Our lives changed again in 2002 when I surprised myself
and mum with her first grandchild. He brought so much
joy to the family after what had been an extremely hard
and challenging few years. Mum had a new goal now to
see Lewis grow up and cherish every moment with him.
Fourteen months later Ryan came along and mum and
dad enjoyed having the boys so Ian and I could still have
time together and work. Ian and I got married which gave
mum something else to look forward to. A year after the
wedding mum's final grandchild was born - Olivia.
Life has not been easy and mum’s condition and PN have
made things hard, but it has also made me who I am today.
Dad and I take it in turns to do mum’s PN but everything
we do is all done out of love!
Lisa and David

Mr & Mrs
checking he's taken his TPN (Total
Parenteral Nutrition) bag out, done
his injection and taken his meds, to
organising deliveries and allocations
for a holiday or juggling things if he
is in the hospital. But he also supports
me in other ways to get through the
week.

Adam and I have been married for
ten years. We had our dream wedding
in Las Vegas. When we met, I had
no idea about his medical condition
and parenteral nutrition. It made no
difference to me; over time I had a lot
to learn.
I do not think of myself as Adam's
carer. I am Adam's wife - he is my
husband - and we just help each other
to manage the many responsibilities
which are part and parcel of life. Yes,
I help Adam to manage his condition
- be it the day-to-day routines from

I work for an American Bank in
London so put in pretty long hours whether I am commuting in or working
from home - as we all are right now.
Along with working full time himself,
he always makes sure I come home to

a cooked meal, keeps the house clean
and tidy and makes me laugh when I
have had a challenging day. I couldn't
do that job if I didn't have the support
of Adam, so I think we make a pretty
good team. That's what marriage is
all about - teamwork.

Adam can get pretty down about his
condition and that's not surprising
considering all he has been through
over the years, so I see it as my job
to support him to take control of his
mindset and harness the power of
positivity whenever possible. It's not
about being a carer - it's about being
that voice of hope to remind him
of all the great things he has to look
forward to and to fight for.
Mary

Nil by mouth since 2007
Following Meningitis, a stroke
and nerve damage I have
been left unable to swallow
and speak clearly: I am an
enforced enteral feeder.
At one point I was in Critical
Care because I had an abscess
on the brain stem which
initially got bigger, leading
to me having a respiratory
arrest in the scanner in the
hospital. Fortunately the crash team resuscitated me, but
as my sat readings were so bad, the E.N.T. (Ear, Nose and
Throat) consultant performed a tracheotomy, so that they
could put oxygen directly into my neck; I was so ill the
doctors told my siblings I probably wouldn't make it!
When the psychologist asked me how I felt about not being
able to eat or drink anymore, I accepted it, I was glad to
be alive! (I have not eaten or drunk since 2007.) At the
time I was so ill, I was in Critical Care for six weeks, which
formed part of a year long stay in hospital in Birmingham.
At first the smell of food made me melancholy, I knew
what I was missing but now it doesn’t bother me at all,
I see the years since 2007 as a bonus. Being completely
honest I have never missed it!

Initially I had a naso-gastric tube in hospital, but before
I could be transferred to the stroke rehabilitation unit
in Moseley Hall hospital, I had to have a Percutaneous
Endoscopic Gastrostomy (PEG) fitted.
As we know, food and drink are everywhere, it is the way
most people mark an occasion. Every Christmas since I
found myself being fed via a PEG I have been invited to
my sister and brother-in-law’s. They always want me to
sit with them for Christmas dinner - to be honest I find
it quite boring. It usually takes two to three hours and I
just sit there! My sister has suggested I read a book, but I
refuse to as I feel it’s very rude.
I have enjoyed being
able to travel and have
been on a cruise with
my sister. I always
accompany her to the
restaurant; I recognise
she needs to eat; she
cannot stop because
of me and I want to
be part of the full
experience.
Peter
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Scented candles and long-distance walks
My name is Janet and
I work as a clinical
researcher - I’ve started
my story here as somehow
this part of my identity
becomes consumed by
my illness. People used
to ask about my work but
now they enquire about
my health. The need for
artificial nutrition makes
my illness transparent.
Anyone who spends
any length of time with
me, even casual work
acquaintances, quickly
becomes aware of my
disability.
I was always fit and healthy. I enjoyed long-distance walks
with my husband or with friends. In 2008 I walked 192 miles
from St Bees on the west coast of England to Robin Hoods
Bay on the east coast. My dream was to complete further
long-distance trials and maybe even walk from end to end of
the country.
However, my life was turned upside down in early 2010. I
suddenly became unwell and started to choke on food. After
seeing numerous consultants, in several different hospitals,
and having many unpleasant investigations, I was finally
diagnosed with gut dysmotility. Initially I was advised to eat
only puréed food, but eventually needed a gastrostomy in
2016. This bypassed the need to use my oesophagus, which
had poor peristalsis. This worked well to start with but over
time the gastrostomy feeds started to cause severe nausea.
The feeds were simply sitting in my stomach and not moving.
The feeds were gradually slowed down to accommodate
this, lengthening from one-and-a-half hour feeds to 10-hour
feeds. These feeds had to be provided during the day, due
to the risk of backflow overnight into my oesophagus. I felt
permanently attached to the pump, and unfortunately the
nausea continued whilst my weight declined. The decision
was taken in January 2019 to insert a Hickman™ Line and
I’ve been on Total Parenteral Nutrition (TPN) ever since. I still
have the gastrostomy for liquids and my medication, but all
my nutrition is provided by TPN. This is provided five times
a week between 14-18 hours, but much of it is overnight,
giving me greater freedom during the day.
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My greatest challenge is the need to abstain from eating.
Although I’ve not eaten for several years the smell of food still
triggers cravings. It is difficult at home as my husband Gavin
obviously needs to cook and eat. We use scented candles, lit
whilst he cooks; my favourite is vanilla and honey. He never
eats in the same room as me. I feel he has been exiled to the
kitchen, whilst I lounge comfortably in the front room!
Refraining from eating also impacts on my social and work
life. I’m fortunate that I can still drink small amounts so
meet friends for the occasional coffee. However, none of
them will eat the tantalising cakes and biscuits on display.
They feel uncomfortable consuming such delights in front
of me, despite regular protestations that I’m okay with this.
Work is similarly challenging. There are numerous social
events organised through work, but all revolve around food
and alcohol. Neither of which I can consume. I’m therefore
excluded as I have never overcome the challenge of dealing
with the smell of cooked food.
Based on my experience, there is one thing I would like to say
to healthcare professionals, and that is to remember that food
does not simply sustain you. Life revolves around food and
drink and thus abstinence has huge social and psychological
implications. It is helpful to be prepared for this.
I have found that substituting the act of eating with another
activity is helpful. I miss the evening meal with Gavin more
than any other food-related activity. This is an activity most
couples take for granted. It is a time used to chat and catch
up about each other’s respective day. Strangely lockdown
provided the substitution. Something positive came out of
a negative. We began to complete a daily walk together in
the early evening, as Gavin was not at work. We use the time
walking as an opportunity to catch up on our day. Gavin
then helps with my TPN connection, providing further time
together.
Our daily walks have galvanised me to build up my stamina
to complete longer walks. I have been inspired by others
in the artificial nutrition community, who have completed
marathons and long-distance trials, whilst on enteral or
parenteral nutrition. Who knows perhaps one day I will
complete the end to end walk!
Janet

Gavin’s story

I'm Gavin - Janet's husband, a sculptor and motorsport
marshal. We got together at school and have travelled
together ever since. I have been trained to connect and
disconnect Janet's TPN feeds and change the sticker that
holds the pipework in place. I try not to look scared as I do
it. The nurses that trained me looked with horror at my
hands after a day in my studio cutting and welding scrap
metal but did agree most of the grime was staining my
hand and that my aseptic technique was quite good.
Not having a 'proper' job has one major drawback as at the
end of the month I don't get paid. However, the freedom
is great. I can move my working hours about to help Janet
where I can. I can be away at a show for three, four, five
- even six days at a time, but that tends to be less than once
a month. Most of the time I am 20 minutes away. (Add

another five for hand washing before I can leave). I enjoy
the time Janet and I spend together. We can't do meals out
or parties, but we can go walking. Lockdown meant I lost
a stone! Pre-lockdown we had weekly trips to the cinema
– whatever was on. We holiday in the UK, but I've not
seen it all yet, and who wants to queue in an airport?
I find that I tend to eat and drink whenever I want, and I
forget to offer that to company. I eat all my meals standing
in the kitchen because that works for Janet. I've never
really cared about cooking for me, so a microwave meal

eaten from the container and no washing up seems like a
win. Unlike Janet, I don't have to carry 2.2 litres of dinner
around for the evening.
I'm a passenger on this train. Things happen to Janet and
I go along for the ride, and to offer support. Last time the
ambulance crew were nice but refused to blue light us as
it wasn't required. So disappointing! I wander between
blissful ignorance and blind terror. But I am there to help.
Gavin

A trolley good tubie

My condition is called oesophagus
dysmotility,
I
was
diagnosed
approximately three years ago, but I
have been suffering for a lot longer,
with frequent trips to the doctors who
kept giving me antacids and all sorts
of medications. Finally I was sent as
an emergency referral to the Leicester
Royal Infirmary (LRI) as I had lost a
lot of weight; I was there for four weeks
where they put a temporary nasojejunal tube into feed me, however I
was still taking my medications orally
and was very sick after taking them,
so it was decided that I should have a
PEG fitted. This was performed in the
LRI pretty much straight away; I felt
numb to the idea that I wasn’t going
to eat but at that time I thought that it
wouldn’t be for ever.
Whilst in hospital, I had a visit from
some very nice nurses from the HENS
(Home Enteral Nutrition Service) team;
they were fantastic and explained how
I would be doing things from now on
- this machine would become my best
friend - after all it is keeping me alive!
So, I have named my machine Arnie
and put some stickers on my stand
too, to make it a bit more personal.
I use an Nutricia Flocare® Infinity
pump and I have one litre of cooled
boiled water over six hours and then
at 5pm I have my feed which is one
litre of Nutrison® Complete Multi

Fibre and I have that over six hours
too. My meds are ground down and
put through my tube too; this is done
three times a day.
After a couple of visits to see the
consultant, I was told that there was
nothing more that could be done, so,
I would be fed through a tube and
be nil-by-mouth for the rest of my
life; it was like somebody had hit me
with a ton of bricks. I went through a
grieving process in a way; even to this
day I still have moments where I want
to eat but cannot; I get so sad.

I live in Leicestershire. I am a mum,
wife and I work part-time, which
is currently full-time due to the
COVID pandemic. My work has been
fantastic and accommodating too,
they have made sure that I get breaks
to administer my fluids and meds and
that there is a room for me to do this.
As I work in a building society, I have
a job that is based sitting down, so I do
not have to worry too much about my
feeding tube!
Every year my family and I love to go
on holiday and for the first holiday
after my operation, I was very scared,
I didn’t know what to expect. I was
also nervous about how people would
react to the fact that I am on the feed.

There were a lot of things I had to
take with me, but I suppose it is no
different than taking food – it’s just that
mine is a little alternative. Although
sometimes people stare, after a time
you just learn to accept this.
I had one instance where it did make
me giggle, I was out shopping with my
family and I had my feed on a stand,
which was placed in the trolley; I was
going through the checkout, busily
packing my bags, I paid and then
pushed the trolley away, completely
forgetting that my feed was in the
trolley and I went with the trolley,
must be because I am so used to it!
I have also done this when I have
my backpack on and go and try and
put it in the boot forgetting I’m still
attached.

One frustration is the lack of knowledge
that some hospitals have regarding
artificial feeding. On one occasion the
staff basically refused to give me my
liquid feed for my PEG stating I should
have brought my own in when I was
in CDU (Clinical Decision Unit) for
hours on end, whereas other people
were getting sandwiches and cups of
tea; surely it’s a basic human right to
have nutrition no matter what or how
they feed? They had no idea. I think
some education is required.
Tracey
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‘Let’s talk’ about Home Artificial Nutrition
Between now and next year’s HAN Week
PINNT will be starting 'conversations'
about a variety of topics and issues
all related to home artificial nutrition
(HAN).
The conversations will appear on all our
social media platforms. We are keen to
engage with both PINNT members and
non-PINNT members too! We know
from members that there are many
topics they feel are not discussed or fully
understood from their perspective.
We want to hear from you with
questions and issues which you think
should be tackled or a topic that would
start a conversation. So please do reach
out - you can remain anonymous if
you prefer – your input will help others
and spread the word about living with
HAN.
PINNT is also seeking individuals to
share their stories to help illustrate how
HAN impacts on a life. Do you struggle
with managing cravings, limited or no oral intake? Do you support someone on HAN, perhaps you are the parent of a
child on HAN? Do you have a job or hobby that you can share to inspire others on HAN? How has your life changed
since you started HAN? There is a myriad of things you could share with other people on HAN. Things people really
need to hear from those who live with HAN and illnesses and medical conditions.
PINNT wants to hear from people on HAN, parents and carers – please do get in touch!
You can email your interest/questions/comments to us too at comms@pinnt.com
We will let you know when the campaign will start. It will be an on-going campaign of further awareness during 2020/21.

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.
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Your letters
Dear PINNT
I thoroughly enjoyed the activities during HAN Week, I want to thank everyone who made it an inclusive week. I
spend my life feeling left out because of my illnesses and needing to be tube fed. When I look at other support options,
I usually end up feeling more depressed. It’s all about pain, drugs or those in privileged positions who are apparently
meant to inspire me, showing me all the things, I can’t even aspire to. Fellow PINNT members seem to really get it,
it’s not a competition - it’s about supporting each of us to be the best person we can even though we know things can
change at the drop of a hat. Seeing the range of activities during HAN Week meant everyone could join in, everyone
was able to do something and feel part of raising awareness. My personal contribution was to make sure that every day
during HAN Week I wrote down a positive thought about being on tube feeding. I saw my daughter get married, take
pleasure in my three grandchildren, that’s one a day (I missed them tremendously during lockdown), managed to travel
around the UK visiting places on my ‘must do list,’ volunteer occasionally at a coffee morning at my local church and
feel blessed to have the support of others on feeding via PINNT. It’s apparent that PINNT knows who needs to hear
our messages and stories.
Sal
Dear PINNT
I would like to say a big ‘thank you and congratulations to all those involved in HAN Week. The effort and organisation
were amazing. It is so good to hear other people’s stories and journeys, through their lives without ‘proper’ food. I’ve
had a tube for five years now, it seems a lifetime, but I wouldn’t be here without it. Keep up the good work PINNT
- spread the word. Hopefully one day if I had to go as an emergency to hospital, the gastro consultant would not say
‘oh I’ve never seen this before.’ This has happened to me twice - when the tube blocked and worse when the J part of
my PEG-J tube came adrift in the tube and disappeared!
Jenny
Dear PINNT
Being a new member and having just received my medical tag and restaurant card, I wanted to say thank you for
having these available for members. I am keen to hear when the enteral SAFETY poster will be ready. As always, if
those of us with tubes and the feeding can input into the production of such materials then hopefully, they will truly
help us when we need to use them, especially in times of trouble.
Debbie
Dear PINNT
Really pleased I rung PINNT to ask about future travel plans. As I hadn’t had any written information during the
pandemic, I had not classed myself as vulnerable or at risk, I automatically assumed I could just travel as normal once
the restrictions were lifted. Usually my wife and I enjoy cruising; thinking this through practically and then having the
discussion with my doctor as suggested, it was agreed that I should not book a cruise for the foreseeable future. Looks
like we will be having future breaks closer to home but do look forward to being able to fly off at some safe point in
the future.
I looked into the travel insurance and the company I usually use were offering COVID cover but that did not cover
any medical treatment in the event of catching it, it was more to do with cancellation and moving of dates etc, I am
pleased I researched this more thoroughly than I was intending to.
Len

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/

19

Mailchimp® – don’t miss out with news from PINNT
PINNT has always been dedicated to providing our members with accurate and up-to-date information, and now, more than ever,
we are committed to ensuring rapid and efficient ways of doing this.
As many of you will be aware, during 2019 we trialled the use of Mailchimp®, as a way of communicating directly to our members
and we asked you to consent to receiving correspondence from us in this way. We want to thank you for helping us in this trial and
inform everyone that we will be continuing with this approach of distributing information quickly, as well as via our website and
social media platforms.
We are aware that whilst this is an effective method of distributing information to a large audience, mailbox security settings may
cause these mailouts to be placed into the junk or spam folder; therefore, we would recommend that you:
•	Add Mailchimp® to your list of safe senders. This can be done in several ways, depending on your email provider and mailbox
setup.
•	Often the easiest way is to wait until an email arrives from Mailchimp and if it should enter your junk / spam folder, then either
move it to your inbox, or let your mailbox know that it is not junk (often achieved by clicking the right mouse over the email and
selecting ‘not junk’).
•	We will try to help you notice these quickly should they end up in your junk/spam folder, by starting the heading of the email
with the word ‘PINNT’.
•	If you are unsure whether you have provided consent to receive information from PINNT in this format, or to check any of your
contact details, please email the national secretary at secretary@pinnt.com

PPP winners
PINNT has a Prize Pot Club which
raises ongoing funds for PINNT
whilst giving you an opportunity
to win one of three prizes each
quarter. The draw takes place
four times a year. The last draw
was on 30 September. However
you are in time to sign up for the
final draw on 30 December. It will
cost you just £3 to enter this final
draw of 2020. For an application
form please either email Tracy
at thill@pinnt.com or telephone
020 3004 6193.
All winners will be contacted directly
by TeamPPP.
We would like to thank winners who
make a donation part or all of their
prize money back to PINNT.

Sunflower lanyard
scheme
Not all disabilities are visible, and this can make things 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. If you think that you may
benefit from a sunflower lanyard visit www.hiddendisabilitiesstore.com
to find out more.
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Daniel’s story
to my facial appearance I have been
bullied most of my life - not just
verbally but also physically. As I’ve got
older my past has caught up with me
and I now suffer a few mental health
conditions, which include anxiety and
self-harm. I’m on medication for this,
which does help to an extent.

I was born with a condition called
Cystic Hygroma - where lumps
appear out of nowhere, mainly on
my face, neck and inside my mouth.
A Cystic Hygroma is a fluid-filled sac
that results from a blockage in the
lymphatic system. It is commonly
located in the neck or head area
but can be located anywhere on the
body.
Tragically, during my mum’s
pregnancy with me my dad beat her
up; we are not sure if this has caused
or contributed to my condition or
not. I had half of my tongue removed
when I was around one years of age due to it being too big for my mouth.
This left me with breathing and
swallowing difficulties and so I ended
up having a tracheostomy in my neck
and a feeding tube in my stomach.
As I was growing up, I was in and
out of hospital, which resulted in me
missing my school friends and much
of my studying and education. Due

I'm fed through both my stomach and
mouth. Some days are better than
others; I can eat soft foods and drink
fluids orally and I also feed enterally
throughout the night using my
feeding machine. I can also bolus feed
through a syringe when I'm out and
about; this can be quite embarrassing
as often people don't understand,

and sometimes they stare. I've been
tube fed mainly since birth and I’ve
had a variety of tubes, which include
a PEG, Monarch® and also a MICKEY® and Mini® button; although
the buttons are small and discreet I
find them popping a lot as they are
only held in by water.
I try and carry on with my life as best
as possible and I’ve had various jobs
including working with children with
tube feeds. However, I'm finding that
- due to my PEG and tracheostomy - I
pick up a lot of infections, so working
is a problem right now. The main issue
with my tube is that I get granulation
- where skin grows over the tube; this
causes a lot of pain and bleeding and
occasionally I have to go into theatre
to have the extra skin cut off as the
various creams I’ve been given to
try and solve it do not always work.
I’ve also tried using silver nitrate as
a solution, but unfortunately it has
failed to work for me.
Coping with the pandemic has been
a struggle due to the risk of infection
and picking up germs, so I've had to
self-isolate for a long time. Having a
tube in my stomach with the pandemic
has also been a struggle due to nurses
not being allowed to come and visit
me - so I'm relieved that things are
slowly returning back to normal.
As I’m getting older my swallowing
and breathing seems to be getting
worse, but my goal is to live as long as
possible and be pain-free.

Enteral SAFETY poster
Thank you to the National Nurses Nutrition Group (NNNG) we now have a draft of the Enteral
SAFETY poster. We are reviewing the content to ensure it meets the needs of people with a
feeding tube. PINNT is achieving this by encompassing the feedback we had from members with
the information the nurses felt relevant to help at the point of contact with healthcare professionals
not familiar with your usual care and treatment.
We promise that our enterally fed members will be the first to receive a copy when it’s available.
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Dave’s story

Looking back, I think the first time I
had Total Parenteral Nutrition (TPN)
administered was around 1981 after my
third surgical procedure. It all began
back in 1966 when I started experiencing
diarrhoea and weight loss. After nine
months’ prevarication from my GP I was
eventually diagnosed as suffering from
Crohn’s Disease at Frenchay Hospital
in Bristol and was admitted in April
1967, basically spending a month being
pumped full of steroids.
In those days Frenchay was still an exWW2 US army hospital with each
ward a separate building housing 24
communal beds. Meals were served by
the nurses. You got a cooked breakfast
and afternoon tea was exactly that
– tea, sandwiches, and cream cakes.
Every surgical patient was automatically
offered two weeks’ convalescence at
either Weston Super Mare or Torquay.
Happy days!
I’ve suffered from Crohn’s Disease for
over 53 years now and to date I’ve had
14 major abdominal operations along
with too many procedures to remember.
I’ve also experienced lots of additional
complications. In 1967 there were a
few other patients like me on the ward
with gastroenterological issues and, for
the first time, I came across something
called a stoma. I didn’t like the look of
it and vowed I would never have one of
those things!
Anyway, in 1981 I think I had TPN
administered, I say ‘I think’ as in those
days medics and surgeons mainly stood
at the end of the bed talking about you,
not to you and I was still inexperienced
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enough to feel a bit intimidated.
It’s just that I remember there were two
or three large glass bottles full of liquids
that were changed every day, (note; still
glass, there was little evidence of much
plastic packaging). One of the liquids
going into me daily was yellow and had
a strange smell. When I was well enough
to be discharged, they took it all down
and I can recall being amazed at how
long the tube was that they took out of
my arm. It was only in later years I sort
of realised that it must have been an
early go at parenteral nutrition.
After a move to Oxfordshire, my
association with the John Radcliffe (JR)
Hospital began in 1987 when I was
admitted with DVT’s caused by the
Crohn’s. I was subsequently diagnosed
as suffering from severe malnutrition
and it was explained to me that I would
benefit from TPN.
In those days, the lipids were in a
separate bottle (still glass), but the main
feed was given continuously over a 24hour period. Every morning you had
to have a blood test to check something
(never really found out what) before they
would commence the lipid infusion.
I dreaded this as I found that as soon
as it started going into me, I always
developed a major headache. So, I was
always anxious to collar the House
Officer (as they were called in those days)
to do that blood test as early as possible
so that the lipids would go in over as long
a period as possible. By then, I was not
intimidated anymore and felt involved
in decisions that were being taken about
my treatment.
That was the beginning of my long
association with TPN which continues to
this day. I was very poorly for much of the
80s and 90s having surgery on a regular
basis. In 1994 I even succumbed to a
stoma after many problems with perianal
fistulas. This was because I was assured
it would be temporary. Unfortunately,
this proved to be optimistic and we’re
still together today!
In January 2002, my life changed forever.
I collapsed one day when I was alone at
home due to a huge GI (gastrointestinal)
bleed - one advantage of the stoma
was that I knew straight away what was
happening when I emptied my stoma
and literally saw my lifeblood going

down the pan.
After a blue light ride, I ended up in
the intensive care unit (ITU) at the JR
and eventually woke up with three
stomas! Reluctant to risk sewing me up
and finding out I was still bleeding; the
surgeon brought the ends of the bleed
site in my intestine to the surface of my
stomach. Trying to work out how my
plumbing still worked was not easy! That
year proved to be incredibly challenging
with some major problems, and some
long stays in hospital
In October 2002 I was finally discharged
and have been on permanent HPN
ever since. So far, it has enabled me to
enjoy the longest period of surgery-free
treatment in the last 50 odd years. Being
well nourished has certainly made a
huge difference.
It’s something I would prefer not to
have but the alternative is not attractive
either. With the added complication of
my stoma, going out and certainly going
away for any length of time is akin to a
military operation. My wife and I have
managed two trips to New York, but I
don’t think we will ever venture abroad
again. It’s just not worth the hassle - or
risk now - in these strange times we find
ourselves in.
I’m luckier than many I read about in
Online. I can eat and drink normally.
It’s just that I have a ‘straight through
exhaust’ and absorb very little of what I
do take orally. So, outings are very much
geared to toilet facilities. If I know there
will be no problem accessing a toilet, it’s
fine. If I’m unsure, I don’t eat or drink
before we venture out.
One thing is certain; I couldn’t have
coped without the support of a lot of
people. Family, friends, and professionals
– and some of those professionals I now
count as friends.
Whilst the NHS sometimes gets a lot of
bad press, I’ve experienced the positive
aspects of it which very often get taken
for granted. Not so much since the
pandemic outbreak, now the whole
country realises what patients like me
have known for years. Although it would
be silly to pretend that nothing has ever
gone wrong, overall, I am indebted to the
NHS and champion it whenever I can.

Eileen’s story
My name is Eileen and I am 62 years old. I just want to tell
you how I ended up on home parenteral nutrition (HPN) and
a Hickman™ line.
Twenty-three years ago, I had a hysterectomy that went terribly
wrong and I ended up having three lots of surgery and eight
pints of blood. I eventually recovered from this and returned
to work.
Three years later I had an aneurysm in my head and had
surgery to put a clip on the offending artery. I was told I would
never work again; the consultant told my husband there was
only a one in three chance I would survive! I did! And I also
returned to work nine months later and then got my driving
licence back.
I carried on for another ten years and was absolutely fine
until I got food poisoning. I was taken into hospital and after
five days I was diagnosed with Gastroenteritis. I was pleased
to be discharged but within an hour my husband rang for an
ambulance as I was in horrific pain. This was on a Friday, by
Sunday they rang my husband to ask him to come in because
it was not looking like I was going to pull through. I spent five
days in intensive care and was then transferred to a ward. In
January after being trained to manage my stoma bag I was
allowed home; I was so pleased to get back to my family.
I was only home for two weeks when I was re-admitted to

hospital with two blood clots in my left leg and a stoma that
was pumping four-plus litres of waste. I lost so much weight.
At this point I had a Hickman™ line placed and fluid given
but that didn’t solve the problem. I was eventually transferred
to Queens Medical Centre, Nottingham, which is where they
sorted my fluids out. My husband and I were trained to put
the fluids up at home. I was finally released from Nottingham
on 28 March 2012 having spent four months in two different
hospitals.
Things have plodded along for the last nine years with a few
ups and downs but overall, we adjusted to life on HPN. We
eventually went on a cruise and had a fantastic time; everyone
was so helpful and put me at home and at ease.
My kidneys have struggled to deal with all this because I
constantly get dehydrated. So now I have kidney failure and
have just had a fistula created so we can do dialysis.
I am absolutely terrified at having to do this, but I have a
fantastic team supporting me plus a great husband and
daughter. We are hoping to do home dialysis. It’s a bit of a
challenge and I am not sure if I want to do this at home or just
go to the hospital. I will keep you informed.
My message is that long as you have a good team and family to
support you anything is possible.
Eileen

Parenteral (PN/HPN)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. Email secretary@pinnt.com or write to
PINNT, PO Box 3126, Christchurch, Dorset BH23 2XS
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

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

New resources
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Life during lockdown
Once upon a time, there was a lovely old home in a
beautiful country hamlet in Wales, always buzzing with
family and friends until one day it suddenly went quiet.
No visitors, no-one allowed to enter the house - only in
the garden … what a strange thing to happen, what a
shock!
So, let us make the most of it, I thought. This awful virus
has made everyone anxious and nervous for the future,
but we might as well make good use of the time.
Now here we are, having taken up baking again …
making scones with my six-year-old grandson over
the internet; his rose perfectly - we are not sure what
happened to mine but they were more like rock buns.
Lemon drizzle cake - which I have been trying to
perfect – had too many lemons which gave it more than
a ‘soggy bottom’ and I had to leave the tin soaking for
hours.
Cleaning out the cupboards always takes longer than
you think as you keep finding things. Photos are the
worst, talk about ‘every picture tells a story’ I started
this in March, and it is still an ongoing project as I relive all the memories.
And the gardening - everyone seems to be trying to
transform their gardens into an entry for the Chelsea
Flower Show; pictures keep popping up on Facebook
that have made me feel guilty - so I have been practicing
these skills… but the drawback is I’m not too sure which
are the weeds! There have been some ‘choice’ words
to say the least.

Latest Travel update
The situation with the COVID-19 pandemic is ever
evolving and PINNT endeavours to offer members the latest
information. PINNT has published some travel and holiday
information in accordance with current government guidelines.
Full details can be found on the PINNT website via this link
https://pinnt.com/News/News/Non-Members/
Travel-update.aspx

Christmas Quiz

One of my favourite things has been the bonfires,
burning all the garden waste, managing to set fire to a
couple of trees, oh yes! And a yew hedge… oops, and I
don’t think my neighbour was too pleased at having to
re-wash all her whites.
Still in the words of Gloria Gaynor - I will survive. I
make a joke of the time spent during lockdown but I
do have to mention both my TPN supplier, Calea who
have managed to get my feeds and ancillaries to me on
a regular basis and my wonderful team at the Wrexham
Maelor Hospital who have been in touch with me
throughout this worrying time via phone, email, visits
and Zoom.
Liz

Liz’s Lockdown Poem
As things return to how they were
Well maybe just not quite
Stay safe, keep strong and raise a smile
We’ve all gone through this plight
Reflect on the time and appreciate
That we are all still here
But remember that, for some of us
We will have lost someone dear
It’s made me think about my life
And the roles I must play
For me I want to smile and enjoy
Every single day
We have enough to manage
With our regime with our feeds
Reliant on other people
To help fulfil these needs

If you would like to join our Christmas Quiz via
Zoom, please email secretary@pinnt.com for
more information.
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Let’s hear what you’ve been doing
Throughout this lockdown time
Send details to the Secretary
To put in PINNT Online
Liz Taylor

Ospreys, peregrines, rabbits and wasgij

Beware the Ides of March. We shut
our door to the outside world on
March 15. Operation Eyam started.
(Plague village in Derbyshire). With
a box at the end of the drive for
anything to be left in.
So, the journey started. Jackie
viewing the ospreys and peregrines
on various location webcams, it
became a flight of fantasy. At home
we had the plague of pigeons, then
the families of magpies and jackdaws
clamouring for attention. Watching
green finches, wrens, robins building
their nests and then raising their
families. Spring was a time for new
growth and new life. Woodpeckers
visited the bird feeders.
There were the casualties, nature is
wonderful and beautiful, but it does
have a dark side. Sparrow hawks,
buzzards and red kites have their
young to feed.

Next, we had the rabbits; it was as if
seeing Ezekiel on the Zoom meeting
(one of PINNT’s younger members)
had triggered an influx. Little bunnies
able to squeeze through the hedge
were often seen munching on the lawn.
One was called Marigold because
it took a liking to the flowers in the
garden. Then there was Dumper - no
explanation required there.
Twenty of them to date - a thousand
We often reflected on lockdown and pieces each and so far, only one with
a piece missing. Covid has certainly
brought figures and statistics to the
fore.
We have endured the highs and
lows of lockdown. The elation and
cruelty - we’ve travelled from one
end of the rainbow to the other.
The full spectrum of emotions.
‘If you want the rainbow, you gotta
put up with the rain.’
shielding and how it was affecting Yes, it’s raining. September has
others; we felt fortunate that we were arrived.
getting visits from the natural world.
We need to send a big thank you
Into summer, butterflies were arriving to all the PINNT community who,
- then a rarity, a humming bee hawk over the years and especially this
moth. It is a moth that is seen in the year during HAN Week, made us
daylight and it hovers like a humming smile. By Jove we needed it.
bee.
From pianos to cycling. You all hit
In a break from real life, I started
the right note.
doing Wasgij puzzles. (Jigsaws that
are humorous and reflective). The Stop press. I may have found the
picture you see isn’t quite the one that missing piece of the jigsaw!
Mark and Jackie
turns out. The camera never lies…?

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
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Final booklet in the Transition trilogy
The series is now complete!
The pathway of Transition for young people with intestinal
failure requires an integrated approach that forms a
triangle of communication and working together. The
success of Transition is fully dependent upon the triangle
working together. It is therefore important to ensure that
everyone is supported in the process.
The resource for health care professionals is a brief
overview which highlights the main areas for consideration
that will aid an individualised transition pathway for every
young person. Everyone caring for children and young
people with Intestinal Failure needs to take a responsibility
for Transition - the pathway may start in paediatrics but
it does not finish until the young person has transitioned
into adult care - this may take months or years. Therefore,
both paediatric and adult health care professionals need
to participate and work together to create a successful
transition process, which in turn impacts on health
outcomes such as compliance and engagement.
We released the first Transition booklet for young people
with Intestinal Failure in 2019 - since then most paediatric
centres have started using them as part of their transition
pathway. The feedback has been amazing from both
young people and families as well as the health care
professionals using them for preparation in the process.
All the resources are available from PINNT - please be
sure to request copies to support children and young
people, parent/carers, and healthcare professionals in the
transition process.

A very big ‘thank you’ to Dr Arun Urs who supported
the project through PINNT, Angela Thompson, Catriona
McDonald and Lizzie Hutchison for contributing and
review and The National Paediatric Parenteral Nutrition
Nurses for the support and moving the pathway of
Transition forward with the PINNT resources.
You can download a copy of the booklet via this link
bit.ly/3lTswmd
Copies can be requested from PINNT via
secretary@pinnt.com

Angela Cole, Lead Clinical Nurse Specialist for Children with
Intestinal Failure, The Royal London Hospital (Barts Health)

Glossary of terms
Below is a brief glossary of some of the terms you may
see in Online. We will add to this list from time to time.
BAPEN: British Association for Parenteral and Enteral Nutrition
Ehlers-Danlos Syndrome: a collection of rare, inherited
disorders that affect the connective tissue in the body; it has a
range of symptoms and can affect digestion.
Fundoplication operation: an operation where the upper
curve of the stomach (known as the fundus) is wrapped around
the oesophagus and sewn into place so that the lower portion of
the oesophagus passes through a small tunnel of stomach muscle.
This is intended to strengthen the valve between the oesophagus
and stomach, preventing stomach acid entering the oesophagus.
Gastroparesis: paralysis of the stomach, resulting in a partial
or total inability for food to move from the stomach into the
intestine.
GORD: gastro-oesophageal reflux disease – a condition where
acid from the stomach leaks up into the oesophagus.
HPN: home parenteral nutrition, sometimes called total parenteral
nutrition (TPN), or parenteral nutrition (PN)
Jejunostomy: a surgically implanted feeding tube through the
abdominal wall into the jejunum (part of the small bowel).
Hickman™ line: a type of central venous catheter.
MIC-KEY®/Monarch®/Mini®: different types of lowprofile gastrostomy feeding tubes.
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Multi-chamber bag / off-the-shelf bags: parenteral
nutrition solutions, sectioned off in one bag that needs to be mixed
prior to use. Does not need cold chain storage.
NG tube: naso gastric tube - a tube inserted through the nose,
past the throat and down into the stomach.
NJ tube: naso jejunal tube is a tube inserted into a part of the
small bowel through the nose.
Oral nutritional supplements: contain foods rich in energy
and protein. These are generally available as liquid preparations
so that they are easy to consume. Oral nutritional products may
be prescribed for malnourished patients who may have chronic
disease and are able to tolerate oral nutrition.
PEG: percutaneous endoscopic gastrostomy. This involves
placement of a tube through the abdominal wall and into the
stomach.
PEJ: a percutaneous endoscopic jejunostomy. A surgical
procedure for placing a feeding tube into the jejunum (part of the
small intestine).
Reflux: a condition in which the stomach acid enters the
oesophagus.
Tracheostomy: a tube inserted into the trachea (windpipe) to
assist in breathing.

#verify – PINNT’s medical tag

PINNT’s 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.

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
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.

Fundraising
Did you know that PINNT operates entirely on donations? Without your valuable donations and fundraising events
PINNT would grind to a halt and would not be able to provide the ever-evolving service to our members. We welcome
fundraising ideas and suggestions from our members.
Obviously events are looking a little different due to the pandemic at the moment, and we are thankful for the fundraisers
that have been organised via social media platforms to support PINNT - a birthday celebration, head shaving and
direct donations have been warmly received. It is lovely when people decide that we should benefit from their efforts or
special occasions. So please do keep supporting PINNT so that we can continue to support you!
PINNT produces a flyer that provides a little more information about fundraising if you would like a free copy. Please
email secretary@pinnt.com

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.
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.
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Local PINNT activities
PINNT get-togethers 2020/2021
We have no update on when our regional meetings will be resumed. We all missed our annual gathering and cannot wait
until it’s safe to invite people back to PINNT events. As soon as we have further information, we will let you know.

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@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

