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Two important points to highlight.
Firstly, PINNT membership renewal
for 2022 is now open. You can
read more on page 6 and use the
following link to renew via the website
bit.ly/3m1mtxn. A form is attached to your email
if you prefer. However you choose to renew,
please do so as soon as you can to avoid PINNT using precious
resources to send out reminders, thank you.
Secondly, PINNT’s prize pot club (PPP) has the final draw at the
end of December 2021. Current members will be contacted to
see if they wish to be part of 2022’s PPP club. If you are not a
member and would like to join, please go to page 8 to find out
more. To join you can print page 9 or use the form attached to
your email. If you have any questions on either point, please
email Julie at secretary@pinnt.com.
Finally, and most importantly, we hope you stay well and safe
until we contact you again in 2022. However, and wherever you
celebrate the festive season, we send compliments of the season
to you, your family and loved ones.
We hope you enjoy your copy of Online. Thank you for your
support during 2021.

Carolyn
Chair, PINNT
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The use of blended diet with
enteral feeding tubes

Once upon a time, the use of a blended diet with enteral feeding tubes was viewed with caution. What do we mean by a
blended diet – liquidised tube-feeds, blenderised food, liquidised diet, and pureed table food. It generated much discussion
amongst people on enteral tube feeds, families, healthcare professionals and industry.
In November 2019 a specially convened group of dietitians from The Association of UK Dietitians (BDA) Paediatric and
Parenteral and Enteral Nutrition Specialist Groups, as well as specially invited external experts developed a BDA Position
Statement on the subject - www.bda.uk.com/resource/the-use-of-blended-diet-with-enteral-feeding-tubes.html.
In November 2021, the BDA launched their
Practice Toolkit: The Use of Blended Diet with
Enteral Feeding Tubes. While this toolkit is aimed
at dietitians, if this is a topic that interests you,
or is a conversation you wish to have with your
dietitian then you can refer to the toolkit, ideally
they are already aware of it - www.bda.uk.com/
resource/launch-of-bda-practice-toolkit-theuse-of-blended-diet-with-enteral-feedingtubes.html
If you are thinking of introducing blended diet
into your or your child’s feeding regimen, we
advocate that you start by having a conversation
with the dietitian. It is essential that knowing
what to use and what to include is discussed
and understood to avoid missing any key
elements or using something unsuitable or not
recommended. You can always direct them to
the toolkit if they are unfamiliar with it.
This document is an evolving work in progress
and the BDA welcomes feedback and
encourages further discussion and research
on the topic. PINNT fully supports this and will
continue to share updates as and when they
become available.
PINNT Online Newsletter - Issue 4 - 2021
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User issues with feeding pumps;
reporting via the Yellow Card scheme
It’s not uncommon for PINNT to be contacted about issues
with feeding pumps. Usually, they are related to parenteral
nutrition pumps and there are three trends:
•	Leaking set or filter.
•	Under-infusing of a feed.
•	Over-infusing of a feed.
We take all reports seriously and advocate that people
contact their homecare company. PINNT also recommends
that you also ensure that you copy your team or unit
into email communications or let them know about any
concerns you have reported by phone.
The most common responses people receive are ‘you’re
the first to raise this’, ‘we’ll swap the pump over for
another one’ and/or ‘we will send out new sets.’ It may
well be that the person you are dealing with may not have
dealt with it before, and in some instances a different
pump may resolve the problem. However, all the homecare
companies should collate pump issues and report them to
the relevant people whilst also collating frequently reported
issues and report them to your nutrition team or trust. This
applies to any issues with giving sets; it can be difficult to
determine where a leak may be coming from. Sadly, we
know the following:
4
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•	There are incidents that go unreported.
•	There is reporter fatigue where people are tired of
reporting events but see no change or are not given
any feedback.
•	People feel if they continue to report the issues they will
be labelled as a nuisance.
No one should feel unable to report an issue which
they believe could cause harm or leaves anyone feeling
concerned during an infusion.
It is perfectly acceptable to report to your homecare
company, nutrition team or trust and in addition to this the
Yellow Card scheme.
What is the Yellow Card? The Medicines and
Healthcare products Regulatory Agency (MHRA) is the
executive Agency of the Department of Health and Social
Care that acts on behalf of the Ministers to protect and
promote public health and patient safety, by ensuring that
medicines and medical devices meet appropriate standards
of safety, quality, and efficacy. The Yellow Card scheme
is run by the MHRA and is the UK system for collecting
and monitoring information on safety concerns such
as suspected side effects or adverse incidents involving
medicines and medical devices. The scheme relies on

voluntary reporting of suspected side effects
or medical device incidents to be reported by
health professionals and the public, including
patients, carers, and parents. Reporting
helps others. You can visit the website via
www.yellowcard.mhra.gov.uk

Additional information:

What is the purpose of the scheme? To
provide an early warning that the safety of a
medicine or a medical device may require further
investigation. It is important for people to report
problems experienced and not assume someone
else will do it.

Write to: Freepost Yellow Card scheme, MHRA, 10 South
Colonnade, Canary Wharf, London, E14 4PU.

For general queries about the MHRA, you can also call the MHRA
Customer Service Line on 0203 080 6000 (9 am to 5 pm Monday
to Friday).
Email: yellowcard@mhra.gov.uk

You can watch a short video on how to report an incident regarding a
medical device via this link: https://bit.ly/3wdzUyd

Who can report under the Yellow Card
scheme? As the scheme covers several areas,
healthcare professionals, patients, carers,
guardians, homecare companies and individuals
can report via the scheme. It could be a medicine
or product related to the overall delivery of
parenteral or enteral nutrition in context of
PINNT’s area of interest.
The scheme is used to identify issues which
might not have been previously known about,
and even to gauge the level of the issues. The
MHRA will review the issue and, if necessary,
take action to minimise risk and maximise benefit
to the patients, which is their ultimate purpose.
It is important that an issue causing
you concern is reported via the
correct channels.
•	Homecare supplier.
•	Your nutrition team or trust.
•	The Yellow Card Scheme.
If you find time to share your experience on
social media, please do ensure you report it
through the correct channels as well.
How to contact the Yellow Card scheme
regarding a medical device: Adverse
incidents involving medical devices cannot be
reported by telephone. Please report online or by
email to aic@mhra.gov.uk

News in brief
PINNT has been involved in several events over the past
few months; we don’t report on individual member
communications:
•	Working with our new Virtual Nutrition Team (VNT),
full introduction to the team in the next newsletter, to
review and prepare new guidance on Swimming and
other recreational water-based activities.
•	Preparing an online symposium as part of the
BAPEN virtual conference and our chair, Carolyn
Wheatley co-chairing the session with BAPEN
President Dr Trevor Smith.

•	Advocating for people on home parenteral nutrition as
part of our communication network with NHS England
and the stake holder group for the framework in
England.
•	Continuing with our position as a consultee for the
National Institute for Health and Care Excellence (NICE)
Single Technology Appraisal for Teduglutide for treating
short bowel syndrome.
•	Planning a refresh of PINNT’s website for Spring 2022.

PINNT Online Newsletter - Issue 4 - 2021
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Travelling to Europe with enteral feeds
Following the UK’s exit from the European Union (EU),
some of the rules have changed for people travelling to
the EU from a non-EU country in terms of items you can
take into a country with you. We previously flagged this
as we know some people take ‘safe’ food with them and
it could be affected. Within the rules there are limits and
exceptions on certain items. Generally, they refer to meat
and dairy products.

When entering the EU, border control can perform official
checks. It is at this point if they identify the enteral products
as Products of Animal Origin (POAO), (i.e., milk-based
products), there could be an issue.
PINNT suggests the following:

You can bring a limited amount (less than 10 kg) of
powdered baby milk, baby food, foods required for
medical reasons, or special pet feed with caveats:

•	If you intend to travel to the EU and your homecare
supplier usually delivers to the holiday destination, you
should check as soon as you plan to travel if they are able
to deliver to an EU country.
•	Ask your/your child’s usual healthcare professionals to
provide you with a letter purely dedicated to this topic.
They should state your personal details, where you are
travelling to and why you have the enteral nutrition. They
should clearly state that this is medical nutrition which
has been prepared, packed, and sealed commercially.
There is no harm in taking a copy of a prescription to
support the volume of feed you will be transporting.
•	Contact the customer support department of any travel
services you have booked to seek guidance from them.

•	The product does not need refrigeration before use.
•	The product is in commercially branded packaging.
•	The packaging is unbroken unless in current use.

If you intend to travel, we encourage you to be prepared.
You may not be stopped by border control but there is also
the potential that you will.

Given that enteral feeds can be milk-based they fall into
the ‘dairy’ category; the fact that they are milk-based
medical products could pose a problem. There is a category
which touches on the following ‘Exceptions – baby milk
(powdered) and food, food for medical reasons, special
pet feed.’ There are limited amounts on some items for
personal use. Under the terms of these Exceptions the
following is stated:

Membership renewal 2022
Our new membership year starts on 1st
January each year. It is a quick and simple
process to renew your membership via
this link: bit.ly/3m1mtxn it will only take
a couple of minutes to complete the
form. We encourage you to do this as
soon as you can please; it will save us
time and effort in sending out reminders.
The renewal period will close on 1st
February 2022.
The link is also given in the body of the
email that has been sent to you with
this edition of Online, Issue 4, 2021.
Postal renewals were sent out in
November to those who have postal
communications only. Thank you to
those who have returned their form,
if you still have it, please return it as
quickly as possible.
If you have any questions relating to
membership renewals please email
Julie, our National Secretary at
secretary@pinnt.com or telephone
her directly on 07368 313420.
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Your Letters
Dear PINNT

Dear PINNT

Just a quick note concerning the joy and
comfort I felt when - just after hearing
that I would need enteral feeding for
the rest of my life - I read the PINNT
web pages, and I can only describe that
I experienced the feeling that a dark
cloud had lifted, and that life could go
on with near normality as I wished it to.

Contacting PINNT was one of the hardest things I’ve done since I found out I needed
tube feeding. Much of the information from the hospital was straightforward what to have and when, how to do the procedures and how I would receive all the
necessary items. It was very overwhelming but sadly the information missing was
how I was meant to live with it in the real world. PINNT had been mentioned and
I put off ringing until I was confronted by my family arranging a get together that
I was expected to attend. My initial thinking was to find an excuse not to go, wish
them well and wait to hear about it afterwards. The call changed my thinking, and
I went to the party, and all went well. All the obstacles I’d built in my mind were
completely unnecessary. It was easy to avoid the buffet and as I sat with family
around the table I had my feed – we all ate together. I am so pleased I made that
call.

Lynne

Dear PINNT

Rachel

Thank you to all those who tirelessly
work on our behalf both in terms of
the newsletter and information we
have access to, and also the items I
can request to support living with my
artificial nutrition. My expectation was
that life on artificial nutrition would
be grim, PINNT has shown me it is far
from grim, in fact I have adapted my
life to ensure I can do what I want to,
not comparing it to other people - it
is my life, my way and I have to say I
am grateful for it. Having my PINNT
medical tag on my rucksack now has
already supported my confidence to go
out while connected. Amazing, simply
amazing.

Dear PINNT
I’ve been feeling down because I didn’t feel I was making any great headway since
starting parenteral nutrition. Family and friends are great at boosting my morale,
saying all the right things but I just didn’t feel I was achieving anything. As observers
of my life, I usually only show them what I want them to see - my own fault for not
being totally honest. Talking to PINNT and finding people in similar positions helped
to refocus my mind. It’s small steps in conjunction with my own goals that should be
how I measure my success. I was spending a considerable amount of time focusing
on what other people seem to do. It’s my life and I need to focus on me, in more
ways than one. Having a medical condition and treatment will not define me, I am
me and I am beginning to take pride in what I’ve achieved and hope to achieve in
the future.
Anna

Jim

LITRE panel
PINNT would like to thank the members of the Looking Into
The Requirement for Equipment (LITRE) expert panel who
recently conducted a user assessment of a new ambulatory
parenteral nutrition pump. The expert panel looked at
the practical issues relating to a pump that are important
to those who use them. As part of the home parenteral
nutrition framework in England, a user assessment must be
conducted, and a report issued before it can be added to
the framework.
Following the individual assessments, the expert panel
met virtually on Saturday 27th November 2021 to receive
a presentation from the pump supplier. Following their
presentation, the panel raised numerous questions and
many valid points which they had noted during their
personal assessment. Feedback has been received and the
responses will be collated, and the report will be produced
and published in early 2022.

PINNT Online Newsletter - Issue 4 - 2021
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PINNT Prize Pot (PPP) Club
Application Form
Roll up! Roll up! Join our PPP Club for 2022.
So, what is the PINNT Prize Pot Club? We have a PINNT Prize Pot Club which raises
ongoing funds for PINNT whilst giving you a chance to win one of three prizes each quarter.
How much does it cost? At the start of the PPP year, it costs £12 per number. You can
purchase as many numbers as you wish but a separate form must be completed for each one, this
equates to £1 a month.
When does the draw take place? Four times a year, quarterly:
the first draw will take place on 30th March followed by 30th June,
30th September and 30th December. Winners will be notified, and
arrangements made to make the payment via direct payment into
your bank account.
Your PINNT Prize Pot Club Membership Number(s) will be allocated,
and a membership card issued stating your numbers. Each draw has
three prizes, and the amounts are dependent on the number of PPP
Club members. To make this work we need to sell at least
100 numbers.

So, come on everyone – join to support
PINNT – you could be one of our lucky
winners in 2022. Please encourage friends
and family to help support PINNT too, it is
a great way to support a good cause and
possibly win a prize.
If you would like to participate, and we do
hope that you will, please return the attached
slip as soon as possible with your payment.

You need to be in to win!
✔

Please complete the form overleaf and return to the address
shown if you are posting your form and sending a cheque.

✔

If you are paying for your PPP number(s) via the bank or
PayPal please return the form and tick the relevant box on
the next page.

Thank you for supporting your charity!
PPP forms and members’ renewals can be returned to the same address!

Congratulations to our
PINNT Prize Pot winners - draw 3, 30th Sept 2021
1st Prize, No 078 – Anne Myers - £64.50

2nd Prize, No 020 – John Grosvenor - £38.70

3rd Prize, No 014 – Rosemary Martin - £28.50

Celebrated 30 years in 2017

8

Phone: 020 3004 6193
Email: comms@pinnt.com
Website: www.pinnt.com

PINNT Online Newsletter - Issue 4 - 2021

For any questions relating to PINNT’s
PPP, please contact Tracy Hill by
email at comms@pinnt.com

PPP
winners
September
2021 draw
We are delighted to share the winners
of the September 2021 draw of our
PINNT Prize Post (PPP) Club. The final
draw in this year will take place on
30th December 2021.

PINNT Prize Pot (PPP) Club 2022
Please complete one form for each PPP number you wish to purchase.
Once you have completed the form and selected a payment option, make sure you post
the form back to be included in the draw.
Name:

________________________________________________________________

Address:

________________________________________________________________

__________________________________________________________________________
Postcode:

___________________

PINNT Membership No: ________________

Tel No:
Email:
Please tick the relevant option:
I enclose a cheque for the sum of £12.00 for a number in the 2022 PINNT Prize
Pot. I will also sign the form and return it to PINNT.
I wish to purchase a number for the 2022 PINNT Prize Pot and have made a
payment via PayPal. I will also sign the form and return it to PINNT.
I wish to purchase a number for the 2022 PINNT Prize Pot and have made a
payment via BACs into PINNT’s bank account. I will also sign the form and
return it to PINNT.
•
•

•

By post: please make all cheques payable to ‘PINNT’ – Please do not send cash through
the post.
Paying via PayPal: go to www.pinnt.com and click on ‘Donate’ from the menu at the top
of the page then ‘PayPal payments and donations’, or type in the address:
www.pinnt.com/ways-to-give/paypal-donation-and-payments.aspx
Once you have added your payment a text box will appear. Please type in your name
and the reference: PPP payment, this will allow us to track your payment(s).
BACs payment:
Account Name: PINNT
Bank: Arbuthnot Latham Private Bankers
Account Number: 51894101
Sort Code: 30 - 13 – 93
Reference: PPP payment

Date: ______________________ Signature: _____________________________

If you require an extra form to purchase more numbers, you can
photocopy this one, scan it or contact us for a form to be posted or
emailed to you: secretary@pinnt.com

Return to:

PINNT, PO Box 3126, Christchurch, Dorset BH23 2XS

PINNT Online Newsletter - Issue 4 - 2021
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Home artificial nutrition awareness week is exactly that – people
using different platforms and activities to raise awareness about
the various ways people are fed with artificial nutrition. We were
delighted to see so much activity, much of it on a personal level
as people shared their personal lived experiences. Part of the
campaign is to educate other people. Again, we saw posts and
stories doing just that, it was really good.

2021

Outstanding Achievement
Award HAN Week 2021

Home
Artif icial
Nutrition

Awareness Week
2 - 8 August 2021

During HAN Week 2021 PINNT’s
Executive Committee (EC) noted the efforts
of one person and decided to introduce a new
award - the ‘Outstanding Achievement Award’ for
‘raising awareness during Home Artificial Nutrition
Week 2021.’ Of course, the good thing is that this
will now be an annual ward.
Sarah Bailey accepted the proposal from Ezekiel
and set the following challenge – ‘To take a photo
each day this week (HAN Week) related to my home
artificial nutrition and then to share the photo on
Facebook.’ Sarah fulfilled her challenge (although
it took much longer than a week) – and responded
to the many questions her friends asked about the
pictures she shared. She introduced them to her
feed, her feeding pump and her mobile system
as well as the ancillaries she required to have her
feed. It generated so many good questions, Sarah
educated so many people about her personal
journey and it was much appreciated by those
who welcomed the insight she gave.
Sarah is a determined lady, always keen to fulfil
her goals, however, Sarah’s HAN challenge
took a huge amount of effort and left her
dealing with symptoms of her condition Myalgic
Encephalomyelitis (ME). As you can see from her
photo, Sarah has an amazing smile and looks well,
which masks what she manages daily. Last year
Sarah challenged herself to practice a piano piece,
she selected ‘Food glorious food,’ which she shared
with PINNT members. Sarah considers her personal
challenges and so far, they have been brilliant – we
wonder what Sarah will do next year?
Congratulations Sarah on your award, we hope
you have spent the voucher on something to spoil
yourself with.

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.
Thanks to the ubiquitous coronavirus events have been a little different in 2020 and 2021
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’s 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
10
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Inspiration Healthcare HAN Week activity
2021 Yorkshire 3 Peak Challenge. Inspiration Healthcare has
proudly worked with PINNT for many years. Raising awareness and
promoting a greater understanding of parenteral nutrition within our
close communities, this essential support includes the education of
the realities of life for patients who received artificial nutrition.
Our Micrel range of ambulatory infusion devices support individuals
receiving parenteral nutrition and as a team we have always strongly
believed in the ethos of ‘patient first’. In celebration of the incredible
work that PINNT do, we are always eager to raise awareness of HAN
(Home Artificial Nutrition). Supporting HAN week strengthens our
commitment to our ethos, whilst also reminding us as a business, why
we always strive to provide a first-class service to our patients.
The past two years have seen Inspiration Healthcare create a
simulated experience of a patient’s life, by living a day in the life of a
patient receiving parenteral nutrition. We named this the ‘rucksack
challenge’, with our team members carrying around a Micrel rucksack,
fully equipped with an ambulatory PN pump and three litres of liquid.
This year the Infusion Therapy team took the challenge of walking the
Yorkshire Three peaks on the #RucksackChallenge for 24 miles, with
a total ascent of over 1600m. Despite some anxiety about what they
had let themselves in for, the team were ready for the challenge.
Our product specialist Rob Knight came up with this year’s challenge
after seeing the impact that the rucksack can have on the lives of our
pump users on a daily basis. Whilst undergoing training, Rob saw one
of our elderly patients struggling to get around with a big drip stand
and pump. It made him realise the challenges patients can have with
mobility and administering parenteral nutrition. When she was offered
the solution of using a rucksack and saw the freedom it would give
her, her face lit up!

Rob Knight: “I hadn’t been at Inspiration
long at that point but that quickly helped
me to understand the importance of a truly
ambulatory device; for our pump users to be
free to get up and about and to live the life they
want not needing to be attached to plug sockets
and drip stands.
“The walk itself would have been challenging
enough even without the rucksack as the
weather was atrocious, the rain was relentless,
and we were all absolutely soaked to the skin.
Unfortunately, we didn’t manage the full three
peaks due to an injury for me, but we still
walked over 20 miles across the Yorkshire dales
with our Micrel rucksacks and pumps, proudly
wearing our HAN Week shirts.
It was a great experience; I am very proud to be
able to support PINNT and help raise awareness
for those on Home Artificial Nutrition. It gave
me a very small glimpse into some of the
challenges those on HAN can face as well as
first-hand experience of carrying the rucksack
and the weight of the PN bags; I can now use
that knowledge in my own training sessions
for future pump users as well as support those
already on it.”
Can’t wait for HAN Week 2022.
Team Inspiration

2022 is a special year for PINNT
In 2022 PINNT celebrates 35 years. We are talking about ways to mark this occasion, as yet nothing has been confirmed. If
you have an idea, why not let us know via comms@pinnt.com. We are planning to combine the celebrations with HAN
Week 2022, 1 – 7 August 2022.
If you would like to be involved in marking this occasion by sharing a personal story, achievement or activity then we
would love to hear from you. Anyone who is comfortable in front of the camera and happy to be part of raising awareness
or highlighting their life on home artificial nutrition can be part of the celebrations.
PINNT Online Newsletter - Issue 4 - 2021
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Celebrated 30 years in 2017

Feedback on research
supported by PINNT to
improve the management
of infections in patients
receiving nutrition into
their bloodstream

www.pinnt.com | 020 3004 6193 | comms@pinnt.com

Dr Peter Austin MSc (PTQA*), PhD
I’m Peter, a Consultant Pharmacist working in the NHS. For
many years I have worked with patients who need nutrition
into their bloodstream. I saw infection as a potential problem for
patients that could be improved by undertaking research, which
I was able to do through a number of projects as part of my PhD
work. This project started in 2016. Once the study was designed
with several collaborations, including help from patients and
PINNT, I successfully applied for funding to carry out the project
as a Health Education England (HEE)/National Institute for Health
Research (NIHR) Clinical Lecturer appointed by the NIHR. Once all
formal approvals were in place, including approval from an ethics
committee that the study could be conducted, patients were first
invited to participate in 2017. The coronavirus pandemic resulted
in the need for some additional time to complete the work,
however, after two previous updates in the PINNT newsletter,
I’m delighted to share feedback on the completed project. From
speaking to patients, I’m very aware that - whilst they’re often
interested to take part in projects - they often receive little or no
feedback so I wanted to ensure I could provide feedback to the
people most affected by the research, so that they can see the
value of their participation.
For the purpose of this feedback people will be referred to
as ‘patients’, and patients who consented to take part in the
project will be referred to as ‘participants.’
People with a gut that functions poorly can develop
malnutrition, which can have adverse effects on physical and
psychological well-being, and quality of life. In some cases,
these people need to receive all or part of their nutrition
through a narrow tube (intravenous line) inserted into their vein
to prevent or treat malnutrition. Unfortunately, the tube can
become infected and that can make patients unwell and cause
distress. Patients with infected tubes stay in hospital for longer,
which is unwelcome to the patients and expensive for the
National Health Service. This means that whilst feeding people
through a tube into the bloodstream may be necessary, one of
the most important risks is infection.
Adult patients prescribed nutrition into their bloodstream in
the hospital were invited to take part in this project. It was
explained to them that their hospital care would be the same
whether or not they joined the study and that they would
have no additional tests and no delay to treatment. However,
joining the study did mean that information about them would
be anonymously used and presented, and that any bacteria
found in any blood tested for infection would be additionally
tested beyond routine care in a university laboratory. If a patient
declined to join the study no explanation was necessary. Just
over 100 patients signed a consent form to join the study and
became study participants. These participants were followed

up to see if they developed a suspected
infection in their tube. In some cases, as
occurs in all hospitals, there was a suspected
infection in their tube and as part of their
routine care blood samples were taken to
test for the presence or absence of bacteria.
For the purpose of the project, and only for
study participants, bacteria identified during
this routine assessment of blood samples
were transported to the university for
further testing.
In one part of the study, the aim was to
test whether it could be possible to identify
the most appropriate antibiotics to use to
treat a tube infection more quickly than
traditional methods. This could mean
quicker access to antibiotics and a reduction
in unnecessary antibiotic use. A technique
called “calorimetry” was used which
detects bacteria by the ‘power’ (heat flow)
they produce as they grow. Since bacteria
are very small, they do not produce much
‘power’ and therefore the instrument used
to measure the ‘power’ they produce needs
to be very sensitive. The bacteria are put
into a liquid growth medium in vials and
inserted into the instrument, which is shown
in photograph 1.
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the tubes were intermittently locked each day with one of
a number of agents that aim to prevent tube infection. Any
build-up of bacteria on the inside surface of the tubes was
measured using a special purple dye. This worked because
the purple colour was darker when there were more bacteria
present (photograph 3) and therefore the agent that resulted in
the palest colour was the one that allowed the fewest bacteria
to grow in the tube. The reason this could help patients in the
future is because we now have more understanding of the
factors that could influence which agent could be the most
effective at preventing infections in a tube. For example, how
effective an agent could be appears to be influenced by the
type of bacteria causing the infection.

Photograph 1. Sample of bacteria in a vial to
the bottom left of the image being tested using
“calorimetry”. The instrument can be seen in the
bottom right of the image.

At the outset, the growth medium is clear
but if bacteria grow in it then it becomes
cloudy (photograph 2). When enough of
an antibiotic is added to the bacteria to
which they are sensitive, the curve recorded
by the instrument is flat as the bacteria
are suppressed. However, if an antibiotic
is added to the bacteria to which they are
resistant, the curve is not affected. You
can see this idea illustrated in Figure 1. The
reason this could help patients in the future
is because traditional methods used to
decide which antibiotic to use take time and
“calorimetry” could be faster. Further testing
of this technique will help to establish
whether its potential could be applied to
samples in a hospital.
In another part of the study, the aim was to
identify the most appropriate antimicrobial
agents in preventing and treating infection
in the tubes of patients. Bacteria on the
inside of the tubes can be embedded on
the inside surface and protected against
treatment to varying extents. Therefore,
identifying the most effective antimicrobial
agents is important. Bacteria obtained
from a reference laboratory were grown
in complete tubes in a laboratory whilst

Figure 1. Example calorimetry growth curve of bacteria
(E. coli) showing that as they grow the ‘power’
detected increases and the curve goes up.

Photograph 2. Bacteria freshly put into broth (left side)
and bacteria that have grown in broth (right side).
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It is not possible to state what professionals
must do in every situation as a result of this
project because not only is further work
needed but also important is that individuals
matter, and expert clinical judgement is
therefore vital in each case. Nevertheless,
the results of this project should help to
inform the care of patients in the future,
and this could be the first of many projects.
I hope to maintain the valuable relationship
with PINNT and to continue working with
patients in the design and implementation
of future research projects to help facilitate
benefits for future patients. Therefore, there
is more to come - this is just the beginning!

Photograph 3. Detection of bacteria using purple
dye shown on the left side of the image.

By supporting this project PINNT has at the same time also supported other activities
and collaborations. For example, one part of this project involved strengthening the
research whilst further developing my hospital work with patients by going further
afield to hospitals and universities in France and the Czech Republic to learn about
and share best practice. It is hugely important to collaborate with other academic
and healthcare institutions because everyone can learn from each other, including
from differences in practice. For example, there are differences and similarities
between centres in the management of patients who need to receive nutrition
through a tube into their bloodstream, which gives an opportunity to extend
knowledge on how healthcare is directed towards the needs of individual patients.
These experiences have led to new collaborations – one example is that pharmacists
visited the UK and we worked on a project that considered how much ‘salt’ (sodium
chloride) and water can be administered to patients in hospital when medicines
are administered through a tube into the bloodstream. This can have benefits for
patients receiving nutrition through a similar tube because the amount of ‘salt’ and
water from medicines can influence how much ‘salt’ and water needs to be included
in the nutrition.
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Kayaking challenge HAN Week 2021

In August during HAN week Danny Brook and myself took the gruelling
challenge of kayaking coast to coast from Liverpool to Goole along the canals.
Back in March of this year my good friend Danny came to me and said he
wanted to do something for PINNT. He went on to say that he always wanted to
kayak coast to coast. Me being me, I didn’t give him a chance to say anymore
before I said, “I’m in. When do we go?”
We set to planning and preparing. We had to not only plan the route and look
at the mileage, but we had to source equipment too. After many phone calls
we found a lady who taught people how to kayak and she too was PEG fed.
After talking to her we quickly realised that it was not going to be as easy as we
had first thought. In the coming days we borrowed some kayaks from our local
police and begged, borrowed, and stole the rest of what we needed. We were
set. We just needed to get out on the water and practice, practice, practice that’s where the fun began.
Between being out on the water, working and family life, I was putting my
dietitian Lisa Green to work. I recently asked her what her first thought was
when I first told her what I was doing, and this is what she said: “Oh Nooo! Not
another challenge! Can you swim? Have you ever kayaked, and have you even
done any training? I was also very excited for you stepping out of your comfort
zone and taking on an epic challenge to raise awareness about home enteral
tube feeding.” I then asked her what challenges she had come up against when
putting a plan together to support me in the challenge head.
“There were challenges getting a plan together as they always are with you and
the things you do. You like to keep me on my toes and make me think outside
the box. I had to first think about your hydration and then what calories you
would be burning as kayaking is demanding on the body. I had to look at how
fast you would need to put your food and water in. Then think about how that
would affect you with the water movement. I didn’t want you to feel sick. I
came to the decision that overnight feeding would be the best idea to get the
bulk of your nutrition in and then just top up throughout the day. I had to think
about the salts that you would be losing and how to replace them. I was clear
that you would need to have electrolytes. I was aware that I may need to tweak
things as you went along in the challenge and that’s why I asked you to call me
at the end of each day. In the end you needed more nutrition than you did for
the cycling challenge.”
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She then said “I always knew you
could do it. I really look forward to our
appointment, but I’m not going to lie,
I do get a bit nervous as to what crazy
idea you will come up with next.”
Along with Lisa I also work closely
with my Nutricia nurse Martine
Hartley. I do think one day they might
stop answering my calls as I do put
them through their paces! On a
serious note, I would not be able to do
what I do without them by my side.
By the time the challenge arrived
Danny and I were good friends but
by the time we had finished we were
great friends. We had to put our trust
in each other to get through. When
one of us was struggling the other
would step in and help in whatever
way was needed. Working together as
a team was the key to being able to
successfully complete the challenge.
As the day went on, we came up
against the thing that we couldn’t have
planned for - the weather! Between
that and the plantation the first few
days were such hard going, and it
really took it out of me to the point
that I had to stop at the back end of
the first day. I sat on the bank and had
some extra food, some paracetamol
and just rested till I came back round.
Along the way Danny and I discussed
many things. Some of the things we
talked about were:

•	What our fantasy football team would be. This took longer than
you think as we couldn’t agree. We spent a while thinking what we
would do if we won the Euro lottery millions, I would buy a Bugatti
Veyron car that costs over 1 million and then I would buy some land
to build my dream house which would have a swimming pool and
a gym. After that I would travel around the world doing the top 6
marathons (but don’t tell my wife - I would just tell her we were
going on a holiday shhhh). Danny said he would set up a trust fund
for his child, pay off his mortgage and then take time to think more
about what he would do with the rest.
•	We also talked about Greetland FC (our local team) as we both
play for them. We always talked about what parts of our body
was hurting the most. Danny was always asking me questions
about my nutrition.
We also found out new things about each other along
the way. What Danny noticed the most was what it is like for me
and how I do things. Danny said “To be completely honest I was
genuinely intrigued to witness first-hand how (arguably) the most
inspirational man I’ve ever met dealt with an aspect of life such as
eating. Something we all take for granted daily, and as I predicted
you took it in your stride. Just like you do everything.”
“I had thoughts as to what your food would look like, and it turns
out to be on the money. However, what I didn’t know was that it was
flavoured. I also found out you had to take on snacks throughout the
day just like I did, and that when energy boosts were needed (which
was extremely frequently) you had the same product as me. I was
unsure how you were going to take it, but you just put it in a syringe
and pushed it in. The same thing happened with the energy gels. I did
say to you at the time “are you having the same as me” to which you
just said “yep.”

When Gary fell in the canal, and we had to act
quickly to get him out so he didn’t swallow any
water and we needed to clean his button so it
wouldn’t get infected. Also, as we got closer (last
half mile) to the end of the challenge the water
got too dangerous to paddle.
Gary’s worst bits: One of the worst but
funniest bits for me was when I fell in the canal
and Danny was trying to pull me out as my
kayak was floating away and I was only bothered
about losing my shoe. On day one when I felt so
unwell and had to admit that I needed to stop
and get my wife to come and help; people who
know me well will know that that is hard for me
to admit when I am struggling. I really did think
that I may not be able to carry on, to the point
that my wife even got in the kayak to see if she
would be able to take over.
I wish we had stayed in hotels at the beginning
as we had to get up early every morning so we
could drive for an hour and a half before we
even got in the water. At the end of the day,
we then had to drive another hour back home
again. It was like this for a few days, and it took
it out of all of us.
Gary Taylor

After the challenge had finished, we both agreed that it was one of
the hardest but most rewarding things we had ever done… oh and
that swans really don’t like me!
Danny’s best bits: I was impressed by how fast Gary paddled as
we went passed Old Trafford. I didn’t think he could go any faster
than that, but I was wrong. The speed in which Gary paddled away
from the angry swans (sorry, I meant to say bravely lured the swans
away… so that I could get out of the canal) was very impressive.
Just when I thought that Gary had got over the whole swan thing
he nearly jumped into my lap when he thought the swan had come
out of the water and was behind him. You can view the funniest
swan moment via the following link www.facebook.com/
PINNTcharity/videos/841870962975273
Gary’s best bits: Having the opportunity to doing something like
this with a great friend. Another highlight for me was seeing Paula
Radcliffe running along the Manchester canal and the lovely message
she sent us wishing us good luck in our challenge. We met so many
nice people on our journey and I really feel we got the word out
about artificial nutrition. I got the opportunity to help some young
ladies who were building a pontoon from one side of the canal. The
most memorable moment for me must be when during our morning
interview, Danny made me think that the swan that hated me was
coming for me. We just couldn’t stop laughing for days.
Danny’s worst bits: At the beginning of the challenge the water
was hard to paddle due to the plantation and we just felt that we
were getting nowhere fast. Late afternoon on the first day Gary didn’t
feel well, and we thought that we would have to stop and not do the
challenge at all.
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PINNT’s new adventures with The Buddies

Jessie
the fox

Brook

the rabbit

Sasuke

the monkey

We introduced the Buddies back in August during Home
Artificial Nutrition (HAN) week.
Since then, the Facebook page has gone live giving you
an opportunity to get to know the Buddies better. There’s
Sasuke the monkey who loves anything crafty, Ash the
tiger who likes to move and groove, Brook the rabbit who
enjoys nothing more than being in the garden, Jessie the
fox is always cooking up a storm in the kitchen and finally
there’s Morgan our loveable parrot. He always has his head
firmly in a book. The page is growing, and we now have
200 members.
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Morgan
the parrot

Ash

the tiger

On 22nd October we put out our first “HAVE A GO
ACTIVITY” for people to get involved in. This was “what
can you do with a pumpkin?”. People joined in and didn’t
disappoint. We had posts sharing how people were getting
ready for Halloween.
Here is just a few of them – some fab ideas, the Buddies
were so pleased to see them.
We’ve also celebrated some other important events, Diwali,
Remembrance Day and St Andrew’s Day.

The Buddies also raised and supported some
important issues. Odd socks week to raise
awareness of anti-bullying and World Kindness
Day.
By the time you read this the Buddies will have
been active with Christmas preparations and
activities. They will have shared the gifts they
made for each other. More will be revealed in
our next update.
Our (the Buddies) Facebook page is an inclusive
group for you to come and join in the fun, try
new things and make new friends. If you have
a hobby or interest you can share, or you would
like to see new ones and be part of an inclusive
community and celebrate, then come along and
join in. People of all ages are encouraged to join
in, you can find us on Facebook via this link
bit.ly/3DiRRyd.

The Buddies wish you a
Merry Christmas and a
Happy New Year.

New fundraising platform for PINNT
PINNT is now using ‘Give as you
Live’ as a platform to allow people
to fundraise or donate to PINNT
following the closure of Virgin
Money Giving.
Give as you Live allows people to
support PINNT through your everyday
online and in-store shopping, as
well as making direct donations and
creating fundraising event pages. As
this is a new platform for PINNT, we
are still learning about the benefits,
which we will share in the next
newsletter. In the meantime, you
may wish to find out more via
www.giveasyoulive.com.
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Old Boys on Bikes (OBOB’s)
Conquer The Etape for PINNT

The Etape Caledonia is a gruelling and extremely demanding mass participation
cycle event which takes place on an annual basis, starting and finishing in the
beautiful town of Pitlochry.
It involves a challenging 40 or 85-mile cycle (depending how brave or silly you
are!) around Lochs Rannoch and Tummel, with a twisty and very steep climb up
Mount Schiehallion thrown in for fun on the 85-mile route. At just under 5,000
feet in climbs it’s quite a challenge for any experienced road cyclist let alone a
group of five old boys on bikes, now forever known as the OBOB’s.
With a combined age of 290, coupled with little or no road cycling experience
and a few extra inches round the tummies, the OBOBs (Brian, Stewart, Ian, Phil,
and Peter) decided in 2020 to sign up for the 40-mile event originally planned
for May 2021. Due to coronavirus restrictions each of the OBOB’s had to train
individually, which was pretty tough. Lockdown resulted in the event being
rescheduled to September 2021 and it was at this point that the group made
the rather foolish decision to sign up for the longer 85-mile event; well, how
hard can it be trundling around the beautiful highlands of Scotland for a few
hours on a Sunday morning!
The decision to ride for charity and in particular PINNT was an easy one to make.
PINNT is extremely close to the heart of one of the OBOB’s, Brian, whose wife
Nicola has been on TPN for over 34 years.
The day of the event eventually arrived, and it is fair to say that there was a high
degree of trepidation etched on the faces at the gathering zone. Lycra donned,
stomachs full of pasta and porridge, with little or no sleep, the intrepid five set
off at 7.30 am on a rather dismal and wet Sunday morning.
The atmosphere – thankfully - was electric, and the adrenaline kicked in
immediately as the group soon and rather ominously discovered that there was a
five-mile cycle along a hilly, dirt track type road just to get to the official start!
16
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Amazingly they all got
round without anyone
falling off or indeed any
punctures and having
consumed an extraordinary
number of bananas and
energy bars. The route
was indeed extremely
challenging but included
stunning views of the
Highlands when taking
a break from the hurt
locker! All agreed that it
was probably the toughest
physical challenge they had
ever experienced but worth
every bit of pain with the
knowledge that the money
raised was going to such
a fantastic cause. It was
a huge incentive to keep
peddling no matter what.
The OBOB’s, Brian Mclellan, Stewart Thomson, Ian Hamilton, Phil Hamilton, and Peter McCudden eventually raised £4,280
for PINNT, which equates to £5,176 including gift aid. This incredible amount was achieved through exceptionally generous
contributions from family, friends and businesses and the ‘boys’ would like to personally thank each and every donator
from the bottom of their heart, you are all stars.
Roll on next year, or maybe not!
Team OBOB’s

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.
Ways to donate to PINNT:
• Send a cheque made payable to PINNT,
to: PINNT, PO Box 3126, Christchurch,
Dorset BH23 2XS (please put a note in
stating that it is a donation)
• Via PayPal www.pinnt.com/Donate-Options/
Paypal-Donation-and-Payments.aspx
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Parenteral nutrition
doesn’t stop me
enjoying my hobbies

so plenty more trips are on the cards. Hopefully
the trips will be longer as my fishing buddies are
working on some other equipment to enable me
to connect to my feeds in a cleaner environment.
So, getting on the bank - what does it do for me
personally you ask? As I’ve already mentioned
being one with nature and under the stars, but
it also gives me time to wind down outside of
home. This was a challenge over these last two
years due to the pandemic. Watching the sunset/
sunrise across the lake and the different sounds
of wildlife - priceless.
Another passion of mine is travelling and
camping - especially wild camping in the
Highlands, Scotland, which I discovered around
eight years ago after a visit to my uncle’s. I just
fell in love with this part of the UK. When I was
put on PN this was one of my hobbies I really
wanted to continue but I had concerns regarding
wild camping and connecting/disconnecting
from a feed.
As you can imagine, like any trip the fun starts
with the organising and packing. I had to start
thinking about the PN equipment I needed
to take and how I was going to feed myself. I
contacted my team who advised me that as
long as I have a clean area in the tent and a
clean surface and access to hot water, they
felt it was ok.

My name is Darren Carter, and I just want to offer a brief summary of
my condition - 15 years ago I had problems with reflux which resulted
in numerous operations. In 2018 I had a jejunostomy tube fitted
and then in 2020 I had a Hickman® line fitted.
Now, let me take you on a journey about my hobbies and
pastimes since the up and downs of my illness.
I started carp fishing 14 years ago (blame my brother!)
after spending 12 months indoors following abdominal
surgery, Over the years I’ve travelled through the UK and
over to France to enjoy this hobby. Sadly, this has had to
change since being on parenteral nutrition (PN).
I still manage to enjoy my hobby; why? - you may ask. Carp
fishing for me is like going camping for 48 hours, and to be
at one with nature, sitting under the stars, and catching a
fish is a bonus. Since being on PN more planning has to be
done, but luckily for me I have a group of fishing buddies
who help me with my fishing kit and feed/medication
equipment. I tend to plan the days when I’m not on a feed
and pay more attention to my feed lines and making sure
they stay dry and clean.
In October this year one of my fishing buddies asked me if
I wanted to go fishing, I told him I had no one to look after
my dog, Ghost, as I’ve never taken my dog fishing with
me due to its size. My buddy suggested I bring Ghost. So
glad I did as it made my fishing experience much more fun,
18
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So, now with the added preparation. I began to
think outside the box and the worst cases I may
experience. After purchasing another cold box
for my feed (I’m lucky my bags don’t need to be
refrigerated but must stay cool) and two plastic
containers - one for all feed accessories and one

for medication and spare, a fold-away table (only used for feed)
and a tripod so bags of feed can be hung up for connecting
and disconnecting.
In September 2020 my son and I put all this preparation to the test;
we travelled to the Isle of Skye; my son is a professional photographer
(which I share the same passion for). We took the opportunity to see
how I coped with PN whilst camping and taking amazing photos of
our journey. After our road trip I was asked how I managed and how
I felt. Well, the trip was amazing, and we managed with the added
procedures. Although we can’t travel too far off grid in the complete
wild, I am so happy that I’m able to travel and enjoy what Mother
Nature has to offer and spending quality time with my son making
memories.
I do a few other activities including being an online Radio DJ, which
was set up while we were in lockdown to offer support to friends
and family.

BEFORE
AFTER
(centre)

I know we all have our up and down days, but I try and focus on the
next time Ghost, and I can get out. We are planning a trip to Scotland
in 2022.
My advice to anybody on this journey is to speak with your team if
you really have a passion for something or even if you fancy trying
something new. My team have been amazing and encouraged me to
get out fishing more. The benefits are truly amazing as although I’m
unable to do some of my hobbies, fishing and camping have helped
with my mental health and adapting to life without food. Just do it,
enjoying time with friends and family with mother nature is priceless.
I would like to thank PINNT for giving me the opportunity to share my
hobbies and my experience on PN. I was honoured when approached,
as being a member for about three years I have found the lovely
members have been amazing and very supportive. I have supported
the HAN Week activities too – and even shaved my head for PINNT.
Daz

Sunflower lanyard scheme
Not all disabilities are visible. Recognition of this issue led to the
Hidden Disabilities Sunflower being launched. The chosen symbol
is a bright sunflower, which 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. For example, if you are unable to wear a face covering for health
reasons during the COVID-19 pandemic, this may prove helpful to
wear when out and about to avoid potentially awkward discussions.
Visit www.hiddendisabilitiesstore.com to find out more.
Please note PINNT does not have these available for members.
During chats and correspondence with PINNT members there
is a general feeding that this scheme is great but is being
abused by some people. Do you have any thoughts on this?
Should PINNT contact the people who run this scheme and
suggest people should register and demonstrate the need for a
sunflower lanyard? Many people feel that if it’s something you
pick up on the way into a supermarket or customer services
department it devalues the original purpose of the scheme –
let’s hear from you!
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19

NEW PINNT Medical
Tag - #verify
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 new PINNT Medical Tag
is now available to all members who wish to order one for
their rucksack.
It has been updated thanks to the feedback provided by
members. We have taken all the comments on board. Please
note that the previous medical tag is still valid and will still allow
anyone to verify our medical equipment via the QR code or log
in details.
You will receive: 1 Medical Tag, 1 Medical Tag card and a
covering letter.
Applications can be made by: Email: secretary@pinnt.com
or write to 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.
For those who have been patiently waiting for
the Medical Tag, thank you for bearing with
us and you will be receiving this as a matter of
priority. Hopefully you already have it.

New PINNT Travel brochures
If you are thinking about a trip or holiday in the coming months, then please look
at the booklets you have access to as part of your PINNT membership.
During HAN Week 2021 we updated and launched the following travel booklets:
• U
 pdated and renamed our Holiday Guidelines to ‘PINNT Travel and
Holiday Guidelines.’
• Updated our Talking Points 1 leaflet: Considering a trip away from home
with artificial nutrition.
• Updated our Talking Points 2 leaflet: Travel Insurance.
To request a printed copy of any of the booklets,
please contact Julie our National Secretary by email
on secretary@pinnt.com or by telephoning her
on 07368 313420.
They are also on the website for your information.
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Transition trilogy
There are three booklets in the PINNT Transition for young
people with intestinal failure series:
•	The what, the why, the where and the how
•	Information for healthcare professionals
•	Transition guide for parents and carers supporting young people
on home parenteral nutrition
Written by Angela Cole, Clinical Nurse Specialist for children with
intestinal failure.
If you would like one free copy of each booklet or one specific booklet,
please email: secretary@pinnt.com stating your PINNT membership
number and name and address of where you would like the booklet sent.
Health professionals can order multiple copies, but we do request a donation toward
postage and packaging costs. Please email secretary@pinnt.com for full details or leave
a telephone message with your name and contact telephone number on Tel: 07368 313420.

Oops 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/just-cant-wait-card
The card can now be requested to download and saved on your phone,
you must apply directly to the Bowel and Bladder Community website.

PINNT’s private Facebook group
or 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).
It is a good place to share your thoughts on living with HAN or ask
questions of other members.
Please note:
•	This page is not for healthcare professionals or industry members.
•	You cannot invite people to join the group. Individual PINNT
members must submit a personal request.
If you would like to know more about joining please email:
secretary@pinnt.com or visit the page below:

www.facebook.com/groups/pinntclosedmembers
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Living with Artificial Nutrition booklet
Have you requested your copy of the booklet ‘Living with Artificial Nutrition’ yet?
It addresses important issues 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 has HAN.
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
www.bit.ly/2Kcz8Lg

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
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PINNT Restaurant Card
All PINNT members can claim a FREE Restaurant Card –
our new card was launched during HAN Week 2021.

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 serving staff 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)
Support the individual’s needs to have their medical nutrition
if required while socialising

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 PINNT to send you a card, please email secretary@pinnt.com
and put ‘Restaurant Card’ in the subject box. You can also telephone anyone listed
on the back cover.

Amazon Smile now
available on the app…

AmazonSmile is run by Amazon and offers all the same products at
the same prices but as you shop the AmazonSmile Foundation will
donate to the charity of your choice (it will be a percentage of the
money you spend on your shopping). It doesn’t cost you a penny but
will really help PINNT out – so if you do shop with Amazon, please
consider swapping to AmazonSmile and choosing PINNT as your
beneficiary. www.smile.amazon.co.uk
You can now support PINNT by using the Amazon Smile on
your iPhone and Android phones. Find out more by visiting
www.amazon.co.uk/b?node=17337655031
Thank you to all those people who support PINNT by selecting
us as their charity when shopping with Amazon. Amazon
Smile is now available on the app: to find out more visit
https://amzn.to/3uyKY7s

PINNT Partner Corporate Membership for 2021
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PINNT GET-TOGETHERS 2022
With the ongoing pandemic and new variants of Covid 19 emerging we will not be resuming
face-to-face meetings for the foreseeable future. We will continue to periodically hold meetings via
Zoom and will inform members via email (or letter where appropriate) and on our social media pages.

Celebrated 30 years in 2017
Registered Charity: 1157655

FOLLOW US ON
SOCIAL MEDIA
TWITTER
@PINNTcharity
INSTAGRAM
@PINNTcharity
FACEBOOK
@PINNTcharity
Please follow us and
ask your friends too

CONTACT US

PINNT Ambassadors

Executive Officers
General Secretary
Steve Brown
07500 871547
Email: sbrown@pinnt.com

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

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

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

Leicester:
Phil Roberts
Email: Hens@Inds.nhs.uk
Tel: 0116 222 7161

South Wales:
Paul Phillips
Tel: 07802 429872

Bristol:
Julie Barker
Email: j.barker2@nhs.net
Tel: 0117 3427515

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

South West:
Jane Gagg
Email: jane.gagg@nhs.net
Tel: 01803 654951
Georgie Adams
Email: gadams1@nhs.net
Tel: 01392 404635
Lisa Cripps
Email: lisa.cripps@nhs.net
Tel: 01752 432562

National Secretary
Julie Connery
Email: secretary@pinnt.com
Telephone: 07368 313420

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

Please contact us for information, support or just a chat.
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.

Don’t forget to log on to the PINNT website where you can access all kinds of PINNT information, some
of which is available to download. You can also find the newsletter archive in the members’ area.

| www.pinnt.com

