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Editorial
We hope you have stayed safe
during the ongoing pandemic.
It’s been a difficult time for
many. We have tried to keep
information flowing as best
we can, and our website has
an array of information in the
special section as outlined on
page 18.
Sadly, our programme of events has been stifled by the
pandemic, but we will not be defeated. Most charities
have had to adjust how they work; thankfully, we have
volunteers who keep the charity going.
Please take time to read your newsletter. There are some
up-and-coming changes that you should be aware of,
PINNT needs to respond to a changing world whilst
retaining all the good aspects of what we do. One final
note, we still need your features for future editions.
Please send any features, ideas, or suggestions to:
secretary@pinnt.com
Please stay safe at this difficult time, stay informed about
changes that may affect you and your loved ones.
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

A big thank you from everyone at PINNT
PINNT would like to formally thank all the key workers
who have been a vital part of this dreadful COVID-19
pandemic. We already know how vital our healthcare
professionals are to us during our personal interaction
with the NHS. The pandemic has been an equaliser everyone is at risk; the virus has no respect for anyone.
It made its way around the world and brought sadness to
many people.
As it hit the UK, there was a period of denial, disbelief,
and fear. Information was coming from all quarters deciphering the facts from the fiction and trying to work
out how it affected each of us was overwhelming at times.
Self-isolation, shielding and high risk became important
categories for many members to ensure they received the
support and care they needed. We know how inconsistent
this has been. As we prepare this at the end of May, there
are still people receiving the information many received
back in March, to add to this confusion they are then told
‘it’s been relaxed’; even if you weren’t confused at the
start, you may be now!
Granted, the information is there simply as a guide but
being able to make the right decisions can sometimes only
be achieved with consistent and accurate information;
knowing what to believe has been a challenge for many
people.
What became evident was the need for our homecare
services. Whilst the general public were stockpiling in
supermarkets or scrambling to book an online delivery slot,
people on home artificial nutrition had initial concerns
about their regular and essential deliveries of medical
fluids and ancillary items. It was a challenging time for
the delivery workers too, determined to keep the services

going while also protecting their employees and those
they deliver to. Risk assessments and new policies had to
be prepared to safeguard everyone. Many people were
thankful for those who became our #homecareheroes
- more important than we may have ever realised
previously.
Talking of heroes, during this challenging time the
rainbow has come to symbolise hope for many people, and
throughout the country rainbow artwork - often created by
children - has appeared in the windows of many homes.
It has been meaningful for some to graphically illustrate
support for the wonderful NHS, which has been a lifeline
for our country during this unprecedented time. Every
week for ten weeks people have also lined the streets (whilst
maintaining social distancing) to clap and cheer for our
hard-working NHS staff and this simple act has brought a
sense of community and positivity to lots of people. It has
proven to be a small but significant way of giving back.
By the time you read this, who knows what the world will
look like? Please continue to be kind to people, support
each other where you can. While we are in a period
of relaxation, we all need to continue staying safe and
informed. For those who have been, and continue to
shield, coming out of this should be at your own pace.
Hopefully, the NHS will be able to carry out more routine
services and people will have the tests, check-ups, and
support that many people need. If you have the chance
to thank those who have been carrying on regardless
throughout this pandemic, a couple of words of thanks
really can go a long way.
PINNT
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The 2.6 Challenge
The COVID-19 pandemic is a recurring theme for
much of our lives presently. It has hit charities
tremendously hard in terms of fundraising
events, which provide much-needed funds. When
the London Marathon was cancelled a new event
was created to fill the gap and inspire people to
come up with an event based around 2.6 miles.
It was related to time, distance, laps – anything
that could be done safely at home whilst still
supporting charities. PINNT is delighted that
three events were held to support PINNT.
Mark’s event
With everything that's happening and being someone who
is looking for something positive to do whilst shielding
in lockdown at home, I saw the 2.6 challenge as a great
opportunity. Especially for those of us less able to make a
small contribution to all the good that is currently being
done throughout the country by our key workers.

Normally at this time of year PINNT would have a
couple of people running in the London Marathon on
its behalf. While pondering how I could contribute I saw
the answer right in front of me, the garden! I set up a
marathon around the garden while connected to my
feeding, running 2.6 miles in the garden. I have been on
parenteral nutrition for some twenty years now and was
an executive committee member for PINNT, so it was
an obvious choice to support a small but worthy charity.
All our dedicated volunteers giving up their free time to
support others with complex needs, so I was more than
happy to run for PINNT. My online fundraising reached
£111.25 via Virgin Money Giving (including gift aid) plus
additional donations via my Facebook fund raising event.
Gary’s event
When I found out about the 2.6 challenge, I turned to my wife and said:
“What do you think?”. Colette read it and said: “Why not?”. I have been
training for a cycling challenge that was due to take place in August of this
year for HAN week and thought this would be a good test of how far I had
come on in my training. I began training in March. I am not sure why I
chose cycling as I have not been on a bike for over 30 years and did not even
own a bike. As Colette keeps telling me: “You can’t resist a new challenge
no matter what it is”. My bike was loaned to me by a local company. The
piece of equipment I used is called a smart trainer. A smart trainer is a
tool you mount your bike on that offers resistance so you can feel virtual
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hills, this can be controlled by a cycling app called Zwift.
Zwift is the other bit of technology I was using. Zwift is a
multiplayer online cycling training program that enabled
me to train and do the 2.6 challenge in the virtual world. I
got lots of information and advice from various individuals
and companies and I cannot thank them enough.

I was all set, so I chose a route around London. On the
day of the challenge I felt nervous and unsure if I would
be able to complete it. Setting up all the equipment helped
to take my mind off it for a while. The filming of the event
was a challenge as nether Colette or I had ever done a live
feed before and were unsure how it all worked, but our
daughter Bethany provided the support we needed.
The time arrived and we were all set and the nerves had
increased. As I set off, I realised that I had not put my
backpack on and knew that I would find it even harder
without it as the day was warm. So, at four miles in,
Bethany had to help me to put my backpack on and
start it. In my backpack is electrolytes that I set to go in
constantly at 450 ml per hour.

The first 10 miles went well, and I
was feeling ok. As I got further into
the challenge my leg started to get
heavy and with having the backpack
on, I became too warm. The half
way point came and I needed a boost
so I had an energy gel; I put these in
by syringe (this is the one time that I
am glad I can’t eat because I’ve heard
they taste so bad). The gel, all the
lovely messages and knowing that I
was doing this for a great cause helped
to spur me on. I told myself to get my
head down and just keep going.
Colette and Bethany kept reading out the messages and
telling me how much the Virgin money giving page had
reached. I was so thankful that people were behind me.
I did notice none of you offered to push! Some of those
hills were so hard!
As I approached the last five miles my legs were not at
their best. I was tired and could not wait to get to the
end. The finish line was in sight; I knew I was going to
do it. I cannot describe how it feels for me to finish all my
challenges and this was no different. But what I can tell
you was that I was so glad to stop and get off that saddle.
The next day I got up and my legs were so stiff, and I was
drained of energy, but I am proud of myself and grateful
to all of you for being there with me. PINNT is not just a
charity - we are all one big family there to help each other
and you sure helped me complete this challenge.
Thank you. Together we raised a whopping £828.

Lyla’s event
As part of the 2.6 challenge, Lyla, age seven years, decided to jog 26 miles over five weeks, - the equivalent of the
London Marathon. She took part in 10 runs of 2.6 miles each. Lyla chose to support PINNT as one of her school
friends Ezekiel is supported by the charity. Lyla is keen to raise as much as possible.
Her first target was to get 26 people to donate £2.60 each, which would raise an amazing £67.60. She asked people to
dig deep and support PINNT at this difficult time. Throughout the event all social distancing and exercise guidelines
during the challenge were adhered to. The total to date, including gift aid is £125.75.
Ed says: A big ‘thank you’ to Mark, Gary and Lyla for their
support of PINNT during their 2.6 Challenge. We applaud
each of them for their amazing efforts and creativity when they
set their personal challenge. We believe everyone can set a goal
and achieve it; it doesn’t mean a marathon or epic event for
everyone. Small steps build your confidence. It’s important to
remember to not measure yourself against anyone else’s event.
No one knows how much personal effort you will be putting into
a personal challenge.
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Home Artificial Nutrition (HAN) Week
Guess what? Yes, it is all change for HAN week 2020 but thankfully some of our
activities can still happen, however they may look a little different.
Firstly, we want to thank those who had planned fundraising events which have been
put on hold until they can take place safely. Some paediatric nutrition nurses had
some exciting events planned, at least we have some exciting things to look forward
to.
We hope that - despite the current situation - the support from companies,
manufacturers and healthcare professionals will be there to promote awareness
during HAN week.
What we will be doing:
• ‘Ezekiel challenges you to…’
• ‘Gary’s’ off road 375 cycle challenge’
• Go green!
• ‘This is Me!’ photo competition – new for 2020
• ‘This is Me!’ profiles plus other activities we are looking into.
• #Motivational Monday #ThisIsMe - #tubeiversary ~ others to be announced.
We will have an event or launch each day of awareness week.
There is potential for a drop-in Zoom event on the day we should have been meeting in Durham too.
Please go to www.pinnt.com for full information on HAN week 2020, also see more information on our social media
platforms.
Call to action! Volunteers needed to share their personal story. Please do not think it has to be one of amazing
achievement; we totally respect and appreciate every achievement people make, it can be as simple as getting out of
bed today; unless you walk in someone else’s shoes you never know how hard their life may be. If you’d like to express
an interest in sharing your story, email us at comms@pinnt.com
#HANweek

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

Topics for Online
As an update from the feature in Issue 1 2020, we have not heard from those who offered to source or write features
so sadly we will not be able to publish them. While our editorial team are happy to produce the newsletter, we cannot
assume responsibility for the entire production without your efforts.
If you would like to suggest a topic and potential author, then we will of course follow it up.
•	With regard to the following suggestion: ‘potential research about the types of feeds, and nutrients and the reasons
why individuals need certain nutrients, and perhaps we could produce special sections about the reasons/conditions
that warrant enteral /parenteral feeds’, this is possible but it would require us seeking advice from those who have
been tied up with COVID-19 related activities. We will address this but please bear in mind while you may request
a topic in a particular way, the feature may be presented from a slightly different perspective.
•	Tube tips and tricks – this can be produced but it needs your input. If you want to send in tips and tricks, please
email us.
•	‘Holidaying, sports and activities with feeding plus tips and tricks for managing lines and tubes’ – again, we are
happy to produce this if you submit your hints, tips and suggestions.
For all suggestions and contributions, please email secretary@pinnt.com
We have guidelines for the newsletter on our website – just type in https://pinnt.com/News/News/NonMembers/PINNT-guidelines-for-Online-newsletter-contributio.aspx to find them.
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No tube required
The majority of PINNT members require enteral (tube feeding) or parenteral
(intravenous/PN) nutrition at home. We also have members who depend on oral
nutritional supplements (ONS). ONS are specially formulated drinks that contain
energy, protein, vitamins, and minerals. We asked PINNT member Sarah some
questions, to help us get a better understanding of what they are like.
At what point did you realise you needed ONS?
I was struggling to eat due to the severity of my gastroparesis
symptoms and had lost a lot of weight. I saw the dietitian, who
was linked to my gastro consultant, and she realised I clearly
needed ONS to give me sufficient daily nutrition.
Did you have a conversation with someone in respect
of what you need, why and frequency of them?
Yes. The dietitian explained everything.
How did you feel about ONS? Any pressure to have
them or hesitation?
I was prepared to try whatever the dietitian recommended,
as I was desperate to get the daily nutrition, I knew my body
needed.
What are they like - taste, tolerance, variety,
flavours?
The taste of them is best described as ‘interesting!’ There
is quite a variety of flavours, but I find them all very strong,
artificial and the majority are overly sweet. Many of the ONS
are concentrated which makes them thick in consistency. This
quickly causes the teeth and tongue to become coated and
leaves a very nasty aftertaste in the mouth. But needs must,
so I put up with them. Over the past nine years, I’ve tried all
the ONS products available (and there’s quite a lot of them),
but sadly my digestive system can only tolerate a very limited
number of juice and milkshake-style fruit flavours from one
specific range. It would have been nice to have had some
palatable savoury options to try!
How have they made your gut feel? Any side effects?
Even on the ONS products I can tolerate, they still aggravate
and/or exacerbate my daily gut symptoms; they cause
discomfort, churning, pain and a severe feeling of fullness in
the stomach after only a couple of small sips. This worsens as
the day progresses and more of the ONS is drunk. The thick
consistency of them doesn’t help matters. The nasty aftertaste
also intensifies, which makes me feel sick by early afternoon.
In addition, the drinks play a part in all the uncomfortable and
painful daily symptoms I get throughout my digestive system.
It takes me the whole day to try to sip somewhere near the
suggested amount.
Do you feel pressure to drink the set amount?
Yes! There have been times I’ve felt pressure from my gastro
team, but mostly, it comes from me; I know if I don’t drink
the set amount, my body won’t get the required nutrients and
daily calories. Getting sufficient nutrition each day is a real
struggle and challenge as I must push it down. But I do the
best I can.
Is ONS something you could envisage taking long
term?
I’ve had no choice but to envisage and accept it as the extremely
small range of puréed foods my digestive system can tolerate

has decreased over the
past 10 years of living with
gastroparesis.
Are they doing the
trick?
Not adequately! By the end of 2018, it became apparent that
the amount of ONS I was managing to drink each day wasn’t
giving me the required calories or sufficient nutrients.
Has there been a discussion about the next step if
they don’t work?
Yes. Tube feeding has been mentioned a few times over the
years but other ONS products have always been found for
me to trial. But the discussion became a reality at the end of
2018. I’d exhausted the list of ONS my dietitian could offer,
and I had become so undernourished that it was clear tube
feeding was the next step. So, from January 2019, my daily
nutrition has been primarily via an NJ tube but supplemented
with ONS.
Have you received support when you had questions?
The nutritional support I’ve received over the past 10 years
has been mixed. There have been quite a lot of periods when
I’ve had to muddle along as best I could. But I can’t fault
the support and care I’ve been given the past two-plus years.
There has always been someone available by phone or email
to help and advise me. I can’t talk about support without also
mentioning the pharmacy team who look after me. They’ve
completely taken on board how important ONS is for me and
are quick to sort out any supply problems that occur with my
repeat prescription.
Anything else you would like to say?
For all the negative things I have said about ONS, there is a
huge positive - it’s been (and still is to some degree) life-saving
essential nutrition. For that, I’m extremely grateful.
Sarah
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Confinement
I lay on my bed and look through the grimy window. The view is obscured by a towering brick wall and billowing
smoke from an ancient generator. My eyes and body feel heavy after the hubbub of the night. I long for sleep. I can
just make out a commotion taking place somewhere further along the corridor. Footsteps hurry past the door and in
the distance, I can distinguish muffled cries.
My heart sinks at the thought of my incarceration. I look over at the calendar on the door. Thirty crosses mark the
passing days. Throughout my stay I have observed a constant flow of people. Staff come and go with the changing
shifts, and a steady stream of inmates arrive and depart around me. I am surrounded by people but feel strangely
isolated and adrift from the real world. I lack access to even a television and am dependent on the kindness of others
to deliver a newspaper. I long to hear tales outside of the confines of these institutional walls. I gain snippets of
information through overhearing idle staff gossip; it’s hot outside, and Notre Dame Cathedral has burnt down.
Somewhere close by I can hear a clock ticking away the minutes. Mid-morning an entourage of uniformed people flock
nearby. They huddle together, speaking quietly amongst themselves. It’s impossible to fathom the muffled conversation,
yet my fate rests on their words. The boss looks up: “Everything is in place. You can go home today,” and with that
they move onto the next patient. Later that day I leave the security of the ward to start my new life on Total Parenteral
Nutrition (TPN). I feel a momentary flicker of panic, but know that I’m well prepared, thanks to the efforts of those
working with me over the last thirty days.
Janet
In the last edition of Online we announced that our recruitment process
had begun! Guess what? It was put on lockdown just like everything else!
Many of those who wished to apply were totally preoccupied with the
pandemic. We will revisit this when the time is right. Hopefully soon.
Sadly, as with many items on PINNT’s to do list, some projects have
been quarantined due to COVID-19. However, we will not be defeated,
nor will we cancel anything but sadly we have had to postpone, amend,
or adapt aspects of work or PINNT activities. Unfortunately, many
of those who wished to apply for the VNT were unable to due to the
unprecedented situation COVID-19 presented us all with. Until people
can complete the brief application form, we have deferred this for a
couple of months. While we realise this has added further delay to
responding to the questions we have in hand, we feel it better to have
the right team to address them.

PINNT’s
Virtual
Nutrition
Team

PINNT restaurant card
All PINNT members can claim a FREE restaurant card.

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

• Share a portion • Order a small portion
• Order from the children’s menu (for adults)
This will avoid the need for you to give a lengthy and complicated explanation of your dietary restrictions. It
will also enable you to participate in the meal without incurring the full cost of a meal that you may be unable
to eat.
Please note that this card does not guarantee you co-operation at any eating venue; any co-operation will be
solely at the eatery's discretion.
If you would like us to send you a card, please get in touch: secretary@pinnt.com and put ‘Restaurant
Card’ in the subject box. You can also telephone anyone listed on the back cover.
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Your letters
Dear PINNT
I read the article by Richard on the 10–year rule on central lines with much interest. I have a central line, which
was originally inserted in January 2019, and like Richard’s, it is a tunnelled line. In February unfortunately I got a
line infection, resulting in a temporary PICC line, before a new central line was inserted into the original tunnel.
Fortunately, unlike Richard, I had no problems with the procedures. However, I have often questioned the research
behind the parenteral procedures. I was taught how to connect and disconnect the feeds by an excellent team of
community nurses who covered three different geographical locations. I was informed that each of these locations
followed a slightly different procedure. Then when I was admitted into hospital with the line infection the procedure
was completed by nurses on both the High Dependency Unit and the ward. In each location, despite being in the same
hospital, the procedure was completed differently. I have also been informed by nurses that they are aware of other
procedures. I would be interested in the Virtual Nutrition Team’s opinion on this matter. I wonder if it is an area in
need of research?
Janet
Ed says: Thank you for this Janet. As mentioned on page 8 the PINNT VNT is not yet up and running due to the
pandemic but this is certainly something that can be considered in the future.
Dear PINNT
It was mid-March and with the news that a deadly virus was spreading quickly globally, the government advised people
at high risk to shield and stay home. As l worked l had no idea what to do, whilst l believed l was at high risk l needed
that confirmation. I emailed my hospital specialist team to ask them and received a short message back stating that l
was and to work from home where possible. I informed my employers and waited for an NHS letter to arrive. It was
nearly three weeks before l received any communication from my hospital specialist team, which was a copy of the
NHS England letter via email, and even then, it was an outdated version. I even had to send them the new version as
they were unaware. It was even longer before l received anything from my doctor and the government. If it was not for
PINNT l believe l might well have been exposed to COVID-19 and even worse not be here to write this. PINNT were
the first to advise me of the NHS England letter stating l should shield for at least 12 weeks. Knowing l had to shield
l was also having trouble getting on the list to be able to obtain grocery deliveries. I was getting so frustrated going
between my doctor, my specialist team and the government website. I sought advice from PINNT as well as contacting
the secretary and they worked tirelessly behind the scenes to make sure that people on HPN were recognised as a group
at risk. I cannot thank them enough and feel without their help and advice l may not be here. If l had waited to hear
from my doctor or hospital specialist team l would still be waiting. Thank you PINNT and l urge everyone to embrace
them and support them however you can for the valuable service they provide.
Lynn
Dear PINNT
Have we really been living through this surreal time?: I found the frenzy to be classed as high risk then needing to shield
a rather worrying time, especially when the timing of this meant others received information before me; I was unsure
what I should or should not be doing at that point. I was pleased PINNT was there to listen to me and help me work
through the fact and fiction of social media posts. I know people share information to be helpful but for me it feels
being directed to the official information provided the security I needed. Despite wanting to know the facts, when my
letter finally arrived, by then I had worked out that it was sent out in phases, I felt totally distraught. It was finally fact,
not fiction. I read the letter and spent a while processing it, I had hoped I would not receive it. I spent a while giving
myself a talking to so I could adjust to this and take control of it. Trust me, it’s not been easy, I have had my ups and
downs and currently I feel the need to know what the future holds for those of us on shielding. I am not going to allow
this situation to control me, I’ve conquered so many other things along the way, this is similar to my health issues in a
way, I didn’t ask for them and I have had to fit them into my life. My feeding has deprived me of the ability to eat but
overall, I am thankful to be alive, so COVID-19 will not control me. I am doing my utmost to be positive and follow the
rules, I can’t abide the rule breakers who will ultimately determine how long my shielding may last. I will get through
this and I will take it day by day now and be thankful for my homecare company who bring my feed and supplies
without me worrying about it. I am thankful that all the official notices have been available through PINNT so I can
keep focused on the facts of the situation.
Thanks to PINNT for all the work you are doing on our behalf, given PINNT is run by people in the same position as
its members, I am truly thankful. I hope to read that one day we’ll be able to meet again at a PINNT event.
Joan
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Dear PINNT
Until I had the email from PINNT with the home enteral nutrition statement I thought those of us on tube feeding had
been forgotten. My company gave some brief information but nothing that addressed my questions and concerns. It was
such a relief to read it and have something tangible to show to other people who thought I was overreacting in terms of
not allowing people into my home or managing my feeding supplies. Thank you for contacting the relevant groups to
produce this with PINNT. I had hoped to have something when I saw the statements from the NHS for those on the other
feeding treatment.
Pete
Dear PINNT
I really enjoyed taking part in the PINNT COVID-19 survey. I hope my input will allow PINNT to compile information
to help those who make the decisions about our care and safeguarding if ever we find ourselves in a similar situation
again. Not wishing to be pessimistic, I do see a second phase on the horizon; it’s possibly too late to affect change if that
happens but I know PINNT has a place to contribute on our behalf. I like the way the survey has been conducted and
it is a fabulous way for me to honestly say how I am feeling and more to the point how I am coping with the extended
period of self-isolation without having to talk to people who try to sway my thinking. Thankfully, I do not need to shield,
I send best wishes to those who are, as having read the terms of shielding it sounds like a big ask, but essential for people
to stay safe.
See you all on the other side of COVID-19 everyone, take care.
Lyn

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

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

F ollow u s on
instagram
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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Virtual meetings hitting the right note
As all our face to face meetings have been postponed until it is safe for members to meet in person, we
decided to dip our toes into the world of virtual meetings. To date they have gone very well. It’s been a
super friendly atmosphere with a wide range of topics covered. There has been fun as well as discussion
of current issues. To date the attendance has been small; in time this may grow and already we have had
some good feedback both in terms of the benefits of the meeting as well as suggestions for future events.
We welcome all feedback and hope to host these meetings until we are in safer times.
It was lovely to finally put voices and faces to the people I've talked with online. I
particularly appreciated being with a group of people who get what being in my
situation is like, both the good and the less good. As disabled people, we can have
quite a spiky sense of humour! It was also interesting to think about how to celebrate
HAN week while most of us will be in shielding mode too. Thank you so much for
doing zoom get togethers - it's made me feel less alone.
Michelle
Thanks for organising the Zoom session yesterday. It was a relaxed event and
I enjoyed seeing and chatting with others ‘in the same boat’.

Chris Parsons
What a great introduction to my first PINNT Zoom meet
up or in fact my first ever Zoom call. I easily logged in on
my laptop and started seeing faces appear with names,
making it easy for me to know who was who. We each did
a brief hello and then chatted about how we are living in
the current world. Talking with others and seeing other
people was great, it was very relaxed and fun so much so
that I am looking forward to the next one.
Thank you PINNT.
Victoria

The Transition booklets project
Just a reminder about the Transition booklets
project. Currently there are two booklets
available Transition for young people with intestinal
failure and - 'Information for Healthcare Professionals.'
Both booklets are written by Angela Cole,
Clinical Nurse Specialist for children with
intestinal failure.
We are also making these booklets available
to non-members; terms and conditions apply.
Multiple copies of either of the Transition
booklets will incur a postage and packaging
fee, please email for details Members can
order one free copy each. Please email
secretary@pinnt.com with the following
information:
• Full name
• Postal address
• Membership number
Breaking news: The third and final booklet in the set will be launched during HAN week 2020.
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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/

Annual get together 2020
Sadly, our annual get together will not happen in Durham in August. Naturally, we are disappointed that the current
situation means we cannot hold our event as planned, but members’ safety is of paramount importance. We are working
to see if we can turn this into a virtual online event in a practical way. We intend to prepare separate information about
this, combined with our awareness week and contact members directly.
It is our intention to investigate another get together in 2021, before our usual annual event, when it is safe for us to
invite people to a PINNT event. Please note we still intend to hold an event in Durham next year.
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Gutless End 2 End - walking from
Land’s End to John o’ Groats update

I’m writing this at home in Portsmouth
on Sunday 31 May 2020, awaiting
the government’s latest guidance for
the ‘shielded’. A few months ago,
however, we had planned to be in
Stroud on 31 May 2020, after a day’s
walk along the Cotswold Way. But
COVID-19 put paid to that plan.
Back in February we spent two weeks
camping in the New Forest, during
one of the wettest February’s in
recorded history. Those two weeks
had been planned to be our final
extended test trip before the 28 April
start of the Gutless End2End walk
from Land’s End to John o’Groats. We
spent those two weeks hiking through
mud, contending with rain and wind,
and giving our wet weather gear a
thorough test, which it passed with
flying colours. Our main concern back
then was that our wet weather gear
would be worn out before we even got
to Land’s End. We also found out that
the fridge in our campervan can hold
14 4-litre bags of TPN, meaning that
we could consider having fortnightly
TPN deliveries on the walk. The only
problem with the 4-litre bag is that
on hotter summer days during the
walk I would probably need to top up
my hydration with one or two bags
of saline. Would it be better to have
a 5-litre TPN bag to avoid having to
switch to saline? This was a question
for St Mark’s when we went to my
clinic in early March.

As it was, St Mark’s did suggest a few
adjustments to my TPN arrangements.
But, by then, coronavirus was looming
on the horizon and at that point St
Mark’s had no specific advice for us
regarding the virus. We, however, were
keeping a close eye on developments
and it looked like our trip was in
jeopardy. Was there some way that
the UK wouldn’t be affected? With
Italy reporting increasing cases of
COVID-19 it seemed very unlikely.
We’d spent the previous nine months
making preparations, finding contacts
who could help us up and down the
country, working out transport and
accommodation arrangements for the
1,300 mile, five-month walk. Further,
Gutless End2End had already
fundraised over £3,000 for our two
charities: PINNT and Penny Brohn.
We polled our supporters on social
media, asking whether we should go
ahead or cancel. The overwhelming
response was that we should cancel.
It seems strange now that we even
thought there was a choice. Still, with
the situation looking increasingly
dire, especially for someone immunosuppressed like me, we pre-empted
government advice and have now
been self-isolating since mid-March.
We were really looking forward to
walking the entire length of the UK,
meeting loads of interesting people,
visiting beautiful places, trudging up
and down a few hills. It was a massive
Photos courtesy of Gutless End 2 End

disappointment to cancel the walk,
especially after all the work that so
many people had put in to make it
possible. However, we have learnt a
lot about the logistics of long-distance
walking with TPN and believe that
with adequate support we would
have been able to get from Land’s
End to John o’Groats. Currently
we’re somewhat demoralised and
are hoping that as the COVID-19
restrictions ease, and we feel it is safe
to venture out again, that we can find
the motivation to re-plan and get fit all
over again for another attempt next
year … all things being equal. Watch
this space, take care, and thank you so
much for all your support.
Alice and Justin
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Positivity
The first two weeks of lockdown were a nightmare; life
beyond the front door ceased to exist. My world turned
into a virtual existence. For the first week I decided not to
even bother getting dressed, what was the point! By the
second week I was sick of my own company. At some point during the second week something changed; it wasn’t
instant, but I felt the need to take control, the prospect of being home alone for many weeks was something I needed
to adjust to. My planned holiday in the summer wasn’t going to happen, I had all that to sort out which took ages as
I couldn’t contact the travel company, I did eventually and organised a refund. I’m sure I watched far too much TV
- films I didn’t even like, but ultimately, they passed the time. Speaking to friends and family was good but even that
became hard when there was no news to share. Zoom meet ups were fun to start with too but there are only so many
quizzes you can do! I needed a focus, one that I would really enjoy.
My holiday is the one thing I look forward to each year; knowing it wasn’t going to happen in 2020 I decided to look
back on previous trips and produce a holiday folder of places I had been and where I will go next. This pandemic has
made me realise that I have been fortunate to have travelled so widely; also, I am likely to stay closer to home when I
next travel in future. I do not think I will ever feel comfortable going abroad until I know it is a safe place to be. So, I
have made a list of places or attractions I have yet to visit in the UK. My top five are - in no particular order - The Peak
District, Edinburgh, The Tower of London, Loch Ness and finally Liverpool (I am a Beatles fan). No doubt as I spend
more time thinking about where I will go, rather than where I can’t go at the moment, I’ll feel more positive.
John

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

BAXTER –
visit to compounding unit
Due to the COVID-19 pandemic unfortunately the Baxter visit to the compounding unit is postponed
indefinitely.

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
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New resources

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.

#verify – PINNT’s medical tag

Our Medical Tag was designed to aid people when out
and about; it’s not just for airports – it’s for use in lots of
public places to provide added verification that the pump
is medical equipment. We are delighted that our Medical
Tag is now available to all members who wish to order
one for their rucksack.
We have received useful feedback, which will help us
modify it and make it even better! Both the Tag and
supporting information will be given an upgrade. We
hope to offer this in 2020.

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.

Donations
Thank you for all your thoughtful donations. These come in different ways; general
donations, special events, in memory of loved ones as well as regular donations received
directly into the bank. We are sincerely grateful for every donation we receive.
To everyone who attends regional or local events and
buys raffle tickets Thank you we really appreciate your
support.
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Just a 365-day extension
Give or take a few days. As an athlete aiming for Tokyo2020, COVID-19 has had a significant impact
on my life and my goals. Let me preface this by saying that in the grand scheme of things, sport is
insignificant, and when it comes to doing the right thing this was undoubtedly the correct decision,
for humanity, and for the individual athletes. It ensured we weren’t being pressured into taking risks
to continue to train, and to ensure that those who were experiencing different restrictions globally
wouldn’t be affected unfairly. It was a relief to have an official decision, with all the other uncertainties
that COVID-19 brought us, it was one less thing to stress about.
As much as the decision was a relief, it was of course my competitors because they don’t have other equipment like
disappointing. For athletes training for the Olympics or racing chairs at home.
Paralympics, it isn’t just the hours put in at the gym, or on the It hasn’t been easy; like most people during this scary and
track, it’s a lifestyle - one that involves much sacrifice, not just uncertain time I have experienced a lack of motivation,
for the athlete themselves, but for their friends and families apathy, fatigue, a gamut of emotions, but for once I am
and the village that supports the athlete. Every decision, every actually practising what I preach; Be kind to yourself. If I
waking moment (and many of my dreams) revolve around miss the odd training session, does it really matter right now?
the cumulation of four years of commitment (on the back of I am just grateful to have so far avoided contracting COVIDmany years of training prior to that), to be at the Games, so 19, as have my immediate family, and my friends. Physically
to have that extended by a year has been difficult.
at least. I am fortunate to have outside space, the support
of lots of people who although I have not had any physical
contact with for 14 weeks, are at the end of the phone, or
video chat.
My team-mates and I are doing the best
we can with virtual training sessions
over video chat, and I’m doing some
coaching with another club as well. I
also organised a group chat with the
women I race against last weekend,
as normally our season would be
underway. We spend many weekends
My TPN is even designed around my training regime, with
together, with so few of us racing at
many thanks going to my intestinal failure team who have
this level we all know each other, and as
been incredibly supportive of this massive undertaking.
much as we are there to compete, you
When I was worried about how we were going to manage
become friends when you’re lining up
the practicalities of being away for so long, the reply was
with the same handful of people every
“you just focus on getting to the Games, we will sort the TPN
time. We share each other’s successes
out.”
and commiserate the disaster races, so
Although the postponement of the Games reduces the
it’s been strange not seeing them.
pressure to train intensively, it’s still important that I train as Despite being busy, I have had time to reflect and more than
much as I can, not just for my career but because sport plays ever I have appreciated that we must embrace life, and our
such a massive part in my physical and emotional well-being. loved ones. To assess what is profoundly important in life, the
As a swimmer and wheelchair racer, one of those has been a value in working towards making goals reality, in whatever way
lot easier to manage than the other! Fortunately, I can adapt we can. Sometimes they need adapting (before my accident
the racing chair for static use but having just finished a long I was working towards becoming
spate of indoor training due to the inclement winter weather, an Olympic rower) or re-think
staring at the same bit of wall for multiple hours a week has them completely. Lots of us aren’t
become a little tedious to say the least! I have managed to living the life we planned, but we
set my iPad up so that when I’m doing long sessions I can all have plenty to give, even if it
put on a film or something to break up the monotony. I was might not feel it some days!
very lucky - a family member bought me a new ramp so I I know that in these uncertain
could get into my back garden more easily and therefore have times, with the Games delayed
been able to do some training outside, with the added bonus for a year and possibly still yet
of some Vitamin D and the fresh air and sunshine being to be cancelled, and as someone
nourishment for my mental health.
shielding not just because of my
I’m not sure what my neighbours make of me lifting weights intestinal failure, I have never
in the back garden, but I’m certain it’s not the weirdest thing been more resolute that being a
people have seen during lockdown! As for swimming well Paralympic champion is what I
the less said about that the better, at least I’m keeping my want to become.
fitness up which puts me in a better position than many of
Claire
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PINNT COVID-19 survey

As the global pandemic began to impact the UK,
unprecedented changes were made to all our lives and whilst
everyone is affected by these new restrictions, for some they
bring additional challenges and worries.
PINNT understands on a personal level that those on Home
Artificial Nutrition (HAN), are more susceptible to difficulties
when such drastic action is taken across the country. Indeed,
anything which impacts healthcare, whether at the frontline,
industry, distribution, or administration presents the possibility
of interrupting our treatment and care. However, even if the
interruption does not occur then the potential of it can be
a real cause of anxiety and distress for those whom it may
affect.
PINNT has been involved in many healthcare and government
discussions with the hope of providing the essential ‘patient
on HAN voice’. This is to support these organisations in
understanding the needs of those on HAN and the types of
actions which may be required as we traverse this complex
and evolving situation.
You will have seen on the website, Facebook page and in
communications from us, that PINNT has been conducting
a survey, which is intended to provide you with a platform to
have a voice in these discussions. This has been achieved by
gathering information around your experiences and opinions

during these times. The survey looks at several aspects of
the impact of COVID-19, including communications,
information, practical support and the impact on our
psychological health and well-being.
The survey is now closed for new applications, as we have
begun the follow-up section of the initial survey. We would
like to say a big thank you to everyone who has given up their
time to share their experiences with us. We will be putting
some headline information together from the first part of the
survey and we hope to have our first report available for the
HAN awareness week in August 2020.
In the second stage, we are looking at the impact the situation
has on our psychological well-being as the situation evolves.
Many people are looking forward to the relaxation of the
restrictions, but many others are fearful of re-entering society
and the possible exposure to the virus that this will bring.
PINNT will continue to be a source of support and advocacy
for those on HAN and, as we move forward, the more useful
information that we acquire then the more prepared we can
all be.
If you have missed the survey and would like to
complete the initial part, please do contact PINNT at
comms@pinnt.com we can include your experiences in
the analysis for the first stage.

Perfect therapy
The arrival of the PINNT COVID19 survey was so timely. I had so many
emotions and feelings buzzing around in
my head I didn’t know what to do with
them. Strangely, it’s as if PINNT knew.
There before me were the questions I
was struggling with. Shielding with one
other person has been fine but there
have been times when I just want to
scream (but have controlled it). We’re
all encouraged to talk to people about
how we feel but sometimes it’s not that
easy; my circumstances don’t make it
easy. Filling in the surveys has been

good therapy for me - documenting
my personal feelings and taking stock
of exactly how I have been coping has
been therapeutic to say the least. I look
forward to seeing the results.
Do you know when the surveys will stop?
Not that I want them to yet. I expect
you will be covering the relaxations of
self-isolating and shielding as this is my
next hurdle when my partner goes back
to work. I welcomed the statement from
PINNT and BAPEN. The problem we
all face is the variation in information.
Anon

Ed says: The feedback about the
survey has been so positive which has
been good to receive. We will keep the
monthly update for a while and review
as the situation evolves. Indeed, we will
be including that in the next one; it is
vital we capture key moments during
such unprecedented times.
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Information for members
during COVID-19
Information has been key for many people during a time
when so many aspects of homecare, hospital care and
appointments have needed to change. While we have not
been able to provide answers to many of the questions
posed to us, we have produced or collaborated with
different groups or organisations to share information
with members.
We were instrumental in the NHS statements for parenteral
nutrition homecare which resulted in the development of
the home enteral nutrition statement. Of course, we would
have liked all the reports and information to be available
faster than they were, but given the unprecedented
situation, fewer people were trying to do more in addition
to their day jobs. Many healthcare professionals were
redeployed to support the frontline. Also, all documents
with official NHS branding need to go through a formal
approval process. Given the number of documents being
produced in such a short space of time, delays were
inevitable. We have worked closely with BAPEN too.
Given the multi-professional nature of BAPEN, this has
given us access to both support and the ability to suggest
or support information. It is an evolving situation, even
though relaxation to lockdown and shielding is taking
place.
We cannot post out all the information. What we are doing
is emailing it where we can or sharing it on the closed
Facebook page. The website now has a dedicated link:
https://pinnt.com/News/COVID-19-Updates.
aspx which shows all the COVID-19 documents and
information in one place. We will continue to upload new
information, as well as updates to any official documents.
See the list in the right hand column.

We continue to advocate that you stay informed with your
own country information as there are differences in terms
of policies and actions. Also, please do not feel under any
pressure to follow other people; if any of the relaxations
- especially shielding - cause you to be concerned or
worried, do what is right for you. Remember, the virus is
still out there.
Current documents:
Homecare statement: 18.03.2020
‘At Risk’ poster: 19.03.2020
COVID-19 statement: 24.03.2020
Unable to help!: 24.03.2020
NHS statement: 29.03.2020
BAPEN statement on coronavirus and home parenteral
nutrition: 02.04.2020
Thanking all our heroes: 02.04.2020
PINNT face to face meetings: 07.04.2020
Current outbreak of COVID-19 and travelling: 14.04.2020
(updated)
Home enteral nutrition statement: 18.04.2020
Q&A: 13.05.2020
NHS HPN update: 28.05.2020
PINNT and BAPEN statement on shielding for patients
on home parenteral nutrition: 01.06.2020
All the official statements from the NHS and
homecare statements were emailed to those on home
parenteral and enteral nutrition. If anyone would like
a copy of any of the above, please contact Julie via
secretary@pinnt.com or telephone 07368 313420.

Potential for travelling
during the pandemic
The prospect of a holiday, in the UK
or abroad is a goal many people look
forward to. We are aware that when
the pandemic struck some holidays
needed to be cancelled. Given
all the pre-travel arrangements
necessary, we recognise how heartbreaking this was. Looking to the
future, we need to be realistic that
the potential for travel may not give
us the freedom we’ve previously
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enjoyed. We wish we could answer
a common question, ‘when can I go
abroad again? ‘Currently we do not
know. The whole travel industry is
fragile, given the addition of people
with specific medical requirements
and essential artificial nutrition,
it presents more questions than
answers presently. What we do
know is that anyone with a preexisting medical condition plus

artificial nutrition will need to have
that conversation with their own
medical team, as and when it’s safe
to consider it.
We have floated this question in
several forums we have access to,
but as you would imagine, currently
it is not top of the priority list. If
anyone has specific questions about
travelling or holidays, please email
us on comms@pinnt.com

A wife’s account of a difficult time
My name is Colette Taylor, and this is my story. Back in early 2016 my husband Gary went to the
hospital with a groin strain from playing football. I wasn’t worried as we were there most weekends
for football-related injury. However, a few weeks after this visit he found a lump in his groin and went
to the doctor. The doctor noticed another lump in his neck.
We knew about the lump and were told years ago it was
his tonsils. He had been told he had to have them taken
out but because of his fear of hospitals he wouldn’t go.
This doctor was not convinced that it was his tonsils and
sent Gary for more tests. The more tests he had the more
worried I became. Cancer was mentioned and he was sent
for a core biopsy. It was at this point that I knew it was
serious.
Waiting for the results felt like a lifetime; all sorts of things
started to go through my head. I remember trying to
keep family and work life as normal as I could until we
knew what we were dealing with. I started to break down
at work. I talked to the nurse at the school I worked at
and asked her advice on some of the language we kept
hearing in medical settings. This helped because when it
was explained simply it didn’t seem as scary.
The day came for the results. I felt instant relief when
told it was not cancer. We came out of that meeting and I
had to call my boss to give him an update and I just broke
down. Saying the words out loud myself was strange - I
felt I was able to let out what I’d been feeling.
I told myself that it couldn’t be that bad from now on (it
wasn’t cancer). More tests and scans were performed, and
I quickly realised that I was wrong. He was diagnosed with
a rare tumor called a swallanomer tumor. I should have
known Gary never did anything by halves. We were sent
from Huddersfield Hospital to Bradford Hospital. More
tests! We received an operation date and sat down with
the surgeon who explained how he was going to take out
the tumor, which was a massive 8.5cm. He explained they
would remove Gary’s bottom front teeth and cut down
through the jaw to the Adams Apple, then around to the
left ear and open his face up. Hearing this I just wanted
to cry. I remember seeing the horror on Gary’s face. That
night was the first time I saw Gary cry and he said how
scared he was; I held him but didn’t know what to do or
say. I was really hurting too but I couldn’t tell him how I
was feeling. I just had to tell him that everything was going
to be alright, but I didn’t believe that myself.
Operation day was a few days away and we went to
Bradford Hospital for the pre-assessment where we were
told that they felt the operation was too dangerous as the
tumor was touching the base of his skull and had a blood
supply feeding it. What would be next? Are they ever
going to get it out? We were sent to Leeds Hospital to see
a top surgeon and where again more scans and tests were
done. We talked to the surgeon and he told us the risks.
Gary would be tube fed for around six weeks and possibly
need a tracheostomy. There was a risk of him having a
stroke on the operating table or him not making it at all.
At this point I started to think about our future and what
could happen if he needed special care. Gary didn’t have

any family member he was close to, but I was not his next
of kin as we were not married at this time. I was worried
he would be taken away from me and the kids. I knew he
wouldn’t want that, so we decided to get married before
the operation; we were already engaged. At the next
appointment we talked to the surgeon and he told us to go
away and get married - another few weeks wouldn’t make
any difference. Three weeks later we were married and a
week after that Gary went into Leeds for the operation.
The operation was to be 6 - 8 hours long so I went home.
They called me as soon as he came out of surgery so I
could be there when he came back from recovery. I’m
not sure what I was expecting but it wasn’t what I saw.
Looking at him I thought that he couldn’t possibly come
back from this. I sat there at about ten o’clock at night
on the ward with all the lights out holding my husband’s
hand and crying thinking I’d lost him. I stayed for a while
but had to go home for the kids. When I got home my
daughter came into my room and saw me crying; she sat
on my bed and cried with me.
My daughter Bethany became my rock. She was only 12
years old at the time and she came with me every single
day and sat for 8-9 hours at Gary’s bedside. The first few
weeks were so hard - Gary’s left vocal cord was paralysed,
so he was unable to talk. We got him a white board so he
could communicate with us. This was a lifeline for him for
a significant time.

Colette and Bethany
I hated leaving the hospital and going home because
home was a very lonely place. Yes, friends and family
were supportive, but they didn’t understand how I was
feeling, and they weren’t there at night. The nights were
the hardest times for me because It was just me and my
thoughts and fears. I couldn’t wait for the mornings so I
could get back to the hospital.
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Throughout the time Gary was in hospital, I felt like I
needed to be doing as much for him as I could, so going into
career mode was good for me. I would go to the hospital
every day and take Gary to the shower room and help
him wash and dry and dress him. As Gary went through
his journey, I took photos. When he had down days or felt
angry and frustrated, I showed him how far he’d come; I’d
like to think it helped, I know it helped me.
It got closer to the time for him to come home, I was
so looking forward to having him home again. We were
trained how to use the equipment that he would need
for feeding and how to give his medication. I got all the
house ready, sorted places for his equipment to go, made
a medication/food station and got charts made up so
we could keep a check on when he last had his feed and
medicine. He came home and he was doing ok until it got
to night time and he became very upset and frightened and
I ended up having to call the doctor; Gary was begging
the doctor to take him back to the hospital as he didn’t feel
safe at home. I was crushed. I know it was not me that he
didn’t want to be with, and I did understand but it didn’t
make it feel any better. At this time and the coming weeks,
I just needed reassurance, someone to give me a big hug
and tell me I was doing well but there was no one.
Things got easier as the days went on and we got into a
routine, Gary was happier and so was I. Bethany was there
helping me. To make her feel more involved we showed
her how to do Gary’s feeding pump and how to measure
and prepare his medication.
Gary’s voice was getting better, and he was getting his
strength back slowly. He had filler injected in to improve
his speech. He worked so hard with the speech therapists.
He would be given exercises to do at home. I would make
games out of them and Bethany would compete against
him. Bethany also made little notes and put them around
the house so he would remember to do them. He hated it
as he had to make silly noises!
All this time we were still thinking that Gary’s swallow
would come back but it never did, and we now know it
never will. This was another blow, just when things were
going in the right direction. I took this hard and didn’t

want to believe it. There was lots of time I felt sorry for
myself - this was one of those times and am sure it was
for Gary too.
On one of the appointments with Macmillan we were
told of a pilot scheme that was running for head and neck
cancer patients to help them get their strength back and
they was a place for Gary if he wanted it. He jumped at
the chance. I went with him as well and we did it together.
The old Gary was slowly coming back, and we were
getting used to our new family life.
We still face challengers when going out. feeding in public
is still hard for Gary as people look at him. I prefer Gary
to get his feed out and eat with us, as I feel if he doesn’t,
I must explain why Gary is not eating or ordering a
drink. When people find out that Gary is tube fed, they
automatically think he must have other problems too;
They talk to me and not him. This happened once when
Gary came with me to my running club; a lady there kept
rubbing Gary’s shoulder and asking me if he was ok and
saying how well he was doing. It wasn’t till the end of the
run that she came to ask if he’d enjoyed it, I told her to
ask him. She turns to me and said, “What can he talk?”
(she was mortified).
We don’t go out with friends as much for meals or drinks,
but we find other things to do like bowling, laser quest
and crazy golf. Gary is back running fulfilling his dreams
and helping others along the way by telling his story. He
is the only person to run the London Marathon on a tube
feed and I couldn’t be prouder of him. He still amazes me
every day with how he copes.
I felt guilty about how I felt during this time, but now I
know it’s normal to and okay to feel that way. I had to
watch the love of my life go through something no one
should ever have to go through. I was scared and had to
fight through lots of my own emotions while trying to
keep Gary and the kids’ spirits up. I think the whole family
grieved for our old life and feared the new one. I still have
down days now and miss part of my old life, but I don’t
fear our new one anymore.
Colette

Have you ever wondered how PINNT manages to provide
everything free for its members? Wonder no more. PINNT
is run on and funded entirely by donations. We wouldn’t
be where we are today if it wasn’t for the kindness and
generosity of our many wonderful friends and supporters.
Our ethos is to help make the lives of those who are
artificially fed a little
less stressful and one way that we can do that is by providing free membership and
free access to resources and products for our highly valued members. Sometimes our
members hold fundraising events on PINNT’s behalf and whilst doing so they meet
others who are artificially fed and have fun at the same time. PINNT would love to
encourage our members - who feel able - to help us by considering the occasional
fundraising event on our behalf. PINNT has a leaflet explaining in more detail how
you can fundraise on our behalf and we can also provide literature and sometimes
other items for fundraising events. If you would like to know about fundraising on
behalf of PINNT please do get in touch by emailing us at: comms@pinnt.com
or telephoning us on 020 3004 6193. We need your support more than ever due
to coronavirus. While the 2.6 challenge brought in some funds, we need continued
support to keep our resources free to members.

Fundraising for
PINNT
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Your newsletter will be changing
A lot of work goes into the production of Online,
mostly by our volunteers who are keen to ensure
the newsletter arrives with members with updates,
new information and members’ features. What
has become apparent from feedback is that some
people sit and read it from cover to cover as soon
as it arrives, some don’t read it, some people sit
and read it, while some say it never arrives even
though we post them to the addresses on our
database. Once we have posted it is in the hands
of Royal Mail. So, the feedback PINNT has
received has contributed to a decision we have
pondered for years. Should we change the format
of the newsletter which would ultimately reduce
costs for PINNT? It is an expensive process, as
well as currently not being very eco-friendly.
PINNT also needs to respond to the way many
people read and process information these days. Additionally, more and more people are asking for a copy
to be sent by email. So, this is likely to be the last printed version of Online. For those who think it may be
worth money in the future, hang onto your copy for a future edition of the Antiques Roadshow.
We recognise we have members who will not be able to receive an electronic copy of Online, we have a
plan those members, we will not change a process that excludes any member from receiving the quarterly
newsletter.
Our plan is to replace it with a more interactive and user-friendly newsletter, compatible with modern
devices which people tell us they like to use.

Nominations for
PINNT trustees
and executive
committee for
2020/2021 and
annual general
meeting

Voting will take place virtually via Survey Monkey. We
will of course ensure that those who do not use social
media platforms will still have an opportunity to cast their
vote. Our annual general meeting (AGM) will be held
via a virtual meeting too; there is no other way we can
accommodate it this year. Notifications will be sent out
via Mailchimp.
Information will be sent out to all members at the
appropriate time to ensure you have an opportunity to
cast your vote and attend the AGM.
Can you help? We would like to hear from anyone who
has time to spare and feels they could help PINNT with
the day-to-day running of the charity. If you previously
offered and still feel able to help, please get in touch again.
We would love to hear from anyone who feels they could
be part of a team. While individual contributions are vital,
each of those add up to the bigger picture – teamwork.
We were recently asked ‘who does what within PINNT,’
while we have official roles, we support each other as we
are all people receiving or supporting people on home
artificial nutrition. It’s a friendly and fun environment to
work, even though at times it’s a lot of hard work. So,
if you have computer skills, are good with social media,
design or creative skills, we are keen to hear from you. The
number one criterion – keen to support a small but highly
influential charity. Apply via: comms@pinnt.com
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Colouring is therapeutic
As PINNT develops its business and activities during
this difficult time, we decided to ‘test’ a competition
via our closed Facebook group. It was based on a
competition we ran at an annual gathering one year.
Why a colouring competition? Although we are all
juggling so many things normally, with the complexities
of the coronavirus pressures, we all need time to relax
and recharge more than ever. Apparently, the simple
meditative act of colouring in lines on a page can
help to alleviate anxiety, sharpen our concentration
and cultivate a deep sense of calm. Children have
always benefited from colouring and adult colouring
books are commonly found on the shelves too.
We had a few rules when we ran the competition;
it was open to everyone - adults and children alike.

It was a blank template to design a t-shirt and
background to reflect the current times - things
people were missing and their hopes for the future.
The winners were chosen by PINNT’s general
secretary Steve Brown. All entries were sent
anonymously to him and he picked the three below.
Each person won a £20 Amazon e-voucher.
Here are the winners, in no particular order: Aimie,
Lynn and Benjamin.
We want members to feel involved, however, we
appreciate that many members are not on social
media. To overcome this, we will be using Mailchimp
or email to circulate other such competitions and
news between editions of the newsletter in future.
Á Benjamin wanted to explain his picture. Balloons
and glitter and balls, flowers and colour for fun.
People meeting once the ‘cough’ is over. Books,
eating, chocolate, ice cream and a fire engine (his
favourite thing!)
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PINNT Prize Pot (PPP) Club
We have a PINNT Prize Pot club which raises ongoing funds for
PINNT whilst giving you the chance to win one of three prizes
each quarter.
The next draw is on 30 June, sadly there is not time for you to sign
up for that one, but you can sign up for the last two draws in 2020.
They will be held on 30 September and 30 December. To enter
those two draws it will cost you only £6. For a form please email
Tracy on thill@pinnt.com or ring 020 3004 6193 to request an
application form.

Enteral poster update
Latest news: This is becoming a repetitive statement throughout this edition of Online! Due to the pandemic
the members of the National Nurses Nutrition Group (NNNG) needed to adjust their ‘to do’ list after we sent the
information to them. The good news is that following discussions recently it has been agreed that we hope to launch
this during awareness week in August (HAN week: 3 – 9 August 2020). However, thanks to all the good ideas received,
it is likely to be a poster plus more information. Not exactly sure what it will look like, but we do know it will provide
the information our members want in addition to the information the nurses feel healthcare professionals need to know
when they interact with someone on enteral tube feeding in an emergency or unexpected situation. Watch this space!

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
EDITORIAL TEAM: Debbie Phillips, Steve Brown, Carolyn Wheatley and Julie Connery.
No content from Online can be shared on social media without the consent of PINNT trustees. We operate an official ‘Right to
Reproduce process’. To seek approval, which will require completion of a simple form, please contact us: comms@pinnt.com
EDITING: All contributions for Online will be acknowledged upon receipt by PINNT.
Due to space constraints, and in the interests of clarity, all articles and letters will be edited where necessary. Authors may approve final copy prior to
printing where significant changes may have been made. The Editor’s decision is final. All copyright is owned by the charity.
DISCLAIMER: PINNT has made every reasonable effort to ensure that the content of this newsletter is accurate but accepts no responsibility for any
errors or omissions. The views expressed are not necessarily those of PINNT and no reference to any product or service is intended as a recommendation
or endorsement. You should always seek advice from your own team of healthcare professionals in relation to your specific needs/treatment.
Designed and Printed by: Mail & Print Limited. Telephone: 0845 362 5393 Salisbury, Wiltshire.

23

Local PINNT activities
PINNT get-togethers 2020
Unfortunately, due to the COVID-19 pandemic PINNT will not be holding any face to face meetings during 2020 but
we hope to resume this valuable service in 2021.

PINNT Ambassadors

Please contact us for information, support or just a chat
East Anglia:
Tracy Hill. Tel - 01945 780909 - Email: thill@pinnt.com
North West:
Liz Taylor. Tel - 07801 650067 - Email: ltaylor@pinnt.com
South Wales:
Paul Phillips. Tel - 07802 429872
Norwich:
Jackie Riseborough. Tel - 01263 834762
South East:
Rhian Howells. Tel - 01635 273710 Email: rhian.howells@berkshire.nhs.uk
South West:
Jane Gagg. Tel - 01803 654951 - Email - jane.gagg@nhs.net
Georgie Adams. Tel - 01392 404635 Email - gadams1@nhs.net
Lisa Cripps. Tel - 01752 432562 Email - lisa.cripps@nhs.net
Leicester:
Phil Roberts. Tel - 0116 222 7161 - Email: hens@lnds.nhs.uk
Bristol:
Julie Barker. Tel - 0117 342 7515 Email: j.barker2@uhbristol.nhs.net
Birmingham:
Gaynor Morgan. Email: gmorgan@pinnt.com
East Yorkshire and Humberside (HPN Only):
Philippa Macelhinney. Tel - 07827 937025 Email: philippa.macelhinney@hey.nhs.uk
Nottinghamshire:
Janet Darby. Tel - 07583 854091 Email: jdarby@pinnt.com

WEBSITE ADDRESS

Dont’t forget to log on to: www.pinnt.com
where you can access all kinds of PINNT information, some of which is available to download.
Our new website is full of new and exciting items - pay a visit and provide us with your feedback.
www.pinnt.com

