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Editorial
Welcome to the first edition
of Online for 2021.
We’d like to say a big thank
you to every person who has
contributed a personal story
to this issue of Online. It takes
courage to share something personal,
however, each story has the potential to strike a chord
with one or more of our readers, helping them to realise
they are not alone. It can also demonstrate that many
people face the same or similar challenges in the world
of artificial feeding. By reaching out and engaging with
others in similar situations we can help each-other through
difficult times and both inspire and support each-other. So,
thank you again. It is you, our members, who make PINNT
what it is.
On a separate note, you will find a lot of technical terms
and acronyms in this issue of Online, so please do check
our glossary on page 23 if you come across a term you
don’t recognise.
We hope you enjoy this issue of Online and in the
meantime continue to stay safe.

Carolyn
Chair PINNT & Team 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
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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
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The importance of keeping your PINNT
membership up-to-date and GDPR
PINNT values its members and aims to support you in the most helpful ways.
We communicate with our members through a variety of means:
Post – where appropriate, for example, when members request literature or
PINNT products.
Email – for general day-to-day enquiries or membership reminders.
MailChimp – for general PINNT news and - most importantly - to distribute our
quarterly magazine Online.
Phone – occasionally we may need to telephone a member to discuss their
membership or answer a query.
Therefore, it is important that you - as a member - think about how you would
like us to communicate with you and keep your preferences updated. You
can change your preferences at any time by emailing: secretary@pinnt.com
with your name, membership number and details of how you would like us to
communicate with you.
General Data Protection Regulations (GDPR) are there to protect you. All your
information is stored securely by PINNT and we do not share your information
with any third parties. However, please note that you may not get the most
out of your PINNT membership if you severely limit the methods by which
we can contact you – so, please do think about the best ways for us to share
information with you when you make your choices. PINNT will only ever
contact you with information related to your membership of PINNT.
When you joined PINNT you will have ticked your preferences either on your
paper form or via the form on our website if you applied electronically. If you
would like to check what your preferences are or change them simply email
Julie at secretary@pinnt.com or telephone her on 07368 313420.

Equally it is important that you keep
your postal address, email address
and telephone number (if you have
given us permission to contact you
this way) up to date. As a charity we
want to limit the amount of mail that
goes to old postal or email addresses
or time phoning incorrect telephone
numbers. Incorrect postal mail is
particularly wasteful, so please if you
move to a new house, and/or change
your email address or phone number
please do add PINNT onto the list
of organisations that you need to
update. Thank you!
Please also remember that you
can find PINNT on social media –
Facebook, Twitter and Instagram,
everyone who uses social media is
welcome to join us. See you there!
If you have any questions relating
to membership or GDPR please
email Julie, our National Secretary at
secretary@pinnt.com or telephone
her directly on 07368 313420.

Your newsletter
As you know, our quarterly newsletter is distributed to members as a digital
copy. You may notice some changes with the first edition this year which
we hope you like. However, as it’s sent out via Mailchimp if you refuse
communications from us via Mailchimp you will miss your newsletter.
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If you elect not to receive Mailchimp
there is another way to view PINNT’s
newsletter. You can log onto the
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We assure you that you will only
receive genuine communications from
PINNT with updates related to your
PINNT membership. No marketing or
fund-raising circulars are distributed
by PINNT.

We hope you continue to enjoy
Online, should you feel the urge to
contribute please contact Julie on
secretary@pinnt.com
LEAD ARTICLE: PAGE
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Welcome to a
new editorial
team member
of Online
Welcome to Colette Taylor as
she joins our editorial team
for Online. Colette is already
an active member of the
PINNT executive committee,
and we are confident she will
be a valuable member of our
editorial team.
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PINNT Online Newsletter - Issue 1 - 2021

3

Changes to the European Health
Insurance Card (EHIC) and
travel insurance

You may not be planning or able to travel
overseas at present, but once it’s a safer world
we know it is something many people will be
looking forward to. Why not use this time to
review any changes due to Brexit? There are
some aspects of travelling abroad that you may
wish to find out more about in preparation for
future travel.

European Health Insurance Cards (EHIC): Current EHIC holders will
still have access to necessary healthcare in EU countries until a valid
card expires, at which point they will be able to apply for a GHIC.
Always check the validity of your card before you travel; also ensure
you know exactly what the EHIC card entitles you to. When it’s safe
to travel and you’re ready to venture abroad - if you need to renew
a current card, or apply for one as a first-time traveller, you will be
applying for a Global Health Insurance Card (GHIC).

In relation to the travel service available to those
on enteral (tube) feeding from your homecare
provider, you should contact them to ask about
updates on where supplies may be sent outside
the UK.

As the new card and system is gradually replaced it is important that
you familiarise yourself with the terms of the GHIC. Find out what
kind of healthcare support you can expect under the terms of the
GHIC during a temporary stay in the European Union (EU).

The current arrangements for parenteral
nutrition have not changed in respect of the
approved travel service your homecare provider is
permitted to offer.
If you are on either treatment or are unsure what
is available to you, please contact your own
homecare provider. Due to differences in type of
feeds, there are variations in services, so if you
share information with others make sure you are
clear if you’re comparing like for like.
4
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If you have a valid EHIC card - but know it may expire as you wait for
the all clear to travel to the EU - discuss this with your own healthcare
team members. You may consider applying for one now.
The quickest way to apply for a card is online at www.nhs.uk/ghic or
enquire by calling 0300 330 1350 from the UK.
Is there a charge for the card? No. If you search the internet for the
link and land on a sight asking for payment – don’t proceed! Here is
the official link: www.nhs.uk/ghic
Do I still need travel insurance? Yes. When travelling you must
ensure you are fully covered for all eventualities.

Changes to the European Health Insurance Card (EHIC) and travel insurance - continued

What type of cover do I need? The type of
travel insurance policy you purchase must be
based on your personal situation. Only you
will know what medical conditions you need
to declare along with medication etc. Also, if
insuring other people under the same policy,
you will need to consider everyone. PINNT is
frequently asked about a recommendation for
a ‘cheap insurance company.’ The policy you
purchase should not be based on cost, you
should ensure you study the terms of a policy
you wish to purchase and remember to declare
everything that could possibly have an adverse
impact on any future claim under the policy.
Is it okay to purchase travel insurance via an
internet website? We recommend you speak to
an agent to ensure all the information you wish
to declare is fully understood. There may be a
reason to provide further information to support
your declaration, also the system used to screen
medical conditions and medication may not be
as accurate as you.

Sunflower
lanyard scheme

Check your passport: It is also a good time to check the expiry of
your passport. Once restrictions are lifted and people realise theirs
is due to expire or they need to comply to a new rule, the passport
office may be overwhelmed. When you do travel, if you have less than
six months left on your passport, you will no longer be able to enter
EU countries. The six-month rule does not apply for trips to Ireland.
Blue badges: Some countries are stating that they will not recognise
blue badges now the UK has left the EU. Negotiations are taking
place, and the situation may change as discussions take place with
individual countries. If this is an important issue for you check out the
information in advance of travelling.
Final thought: If you usually take any kind of meat or dairy products
with you when travelling to Europe you’ll need to re-think. Some
people take a supply of what they know is safe for them to eat,
especially on driving holidays to Europe. Personal imports of meat
or dairy products will no longer be permitted; this will also include
anything bought on a flight or at a UK airport.
Please take the time to research any changes that may now come into
force following Brexit.

Should I feel guilty
or fortunate?
I ate, I vomited, I tried again, and it was a recurring theme.
Nothing seemed to stay down and when it did, I was in
excruciating pain which meant a distended and extremely
painful belly. I knew I had to persevere, I hoped that part of
what I had kept down would give me some goodness. I ate
little and often and tried to focus on high calorie food and
added extra calories where I could. Possibly much of what I
tried to eat was too rich or fatty, but I kept going.
After five years of barely eating, looking at others enjoying
what is classed as normal food I realised that my attempt to
eat to gain weight wasn’t working. Increased calories and
additional feeds via my feeding tube weren’t helping either,
if anything I was losing weight and my energy was becoming
non-existent, I was exhausted by the simplest of tasks. To cut a
long story short I was put on intravenous feeding and had an
operation. This meant that after about a year I was able to eat
more - not a lot at first - but over time I was able to increase
my oral intake and I learnt what I could and couldn’t eat.

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.

So, my dilemma has been and is to date: Should I feel guilty
as I have friends who have artificial feeding and cannot eat?
I don’t say how much I can eat because I feel guilty as they
can’t. I totally understand how they feel; I’ve been there and
know at any point in the future my situation could change. I
feel fortunate now, eating has helped me gain a more positive
focus on life, but I speak to others and relate to their longing to
have a small amount of food to feel normal.
It’s been a struggle to get this far and, as I said, I know
anything can change but I’m sure others can relate to the
dilemma of feeling guilty and fortunate in equal measures.
Carole
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Anna shares her story
for the start of ‘Let’s
talk about HAN’

I am delighted to be launching PINNT’s new awareness campaign ‘Let’s talk about HAN.’
It is vital that we keep the conversation going about home artificial nutrition (HAN).

Hello! I’m Anna George, I live in North Bristol
with my two young adult sons, Harry and
Mike. I turned 60 in August 2020, so have another
six years to work as a part-time freelance translator.
What’s my connection to HAN? I need parenteral nutrition
(PN) to supply my vital nutrition and fluids. PN is given via
a dedicated catheter directly into my blood stream. This
requires a huge commitment and attention to rigorous
medical procedures to administer the PN and safeguard
myself from potential problems.
My journey to needing PN: I lived normally for the first
55 years of my life; I was generally fighting fit, working,
and bringing up the children. During the late spring into
summer 2015 I realised something was not right with my
stomach and digestion. I had the odd stomach-ache as well
as the need to rush to the loo up to 12 times a day, all in all
it was pretty horrible. Unsure if it was a temporary problem
I waited to see if it would pass - which it didn’t - so I gave
in and went to see my GP in August 2015. This was the
start of the hardest and most unsettling part of my fiveyear journey.
As the wheels of the NHS turned slowly, it was a stop-start
process having every test and scan under the sun and what
turned out to be the wrong diagnosis mid-way through
September 2016; small intestine bacterial overgrowth
(SIBO). I was put on a low FODMAP which I followed for at
least nine months, sadly there was no let-up in symptoms,
but I stuck with it. If anything, I got worse and the weight
was falling off and my energy levels fluctuated. My former
healthy weight was eight and a half stone, it went down to
six stone - a lot to lose.
6
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So, what was the point that I decided enough was
enough? The easy answer to this is that my body decided
for me. One weekend in June 2017 I was due to go out
with my walking group for our usual five miles outing
somewhere scenic; I woke up knowing I couldn’t get out of
bed let alone go for a walk. I had a new excruciating pain
throughout my stomach. It recurred during the following
month until a friend urged me to go back to my GP. It took
someone who didn’t see me frequently to realise I needed
to take decisive action. My GP arranged admission to the
hospital which was to become my home from early July
until the end of October.
As an in-patient on the Gastro ward, I was looked after
by a very caring team of nurses who really took the time
to get to know me. More and varied tests were performed
- some quite invasive and uncomfortable. I was trialled
with a naso-gastric feeding tube initially, which didn’t
work as I still struggled to gain weight. It was a bit of
a waiting game.
In late August I found out what was wrong with me, it
was such a relief to be told I had chronic intestinal pseudoobstruction (CIPO), and relieved to be told it was not my
fault! I had always eaten what I felt to be a normal, healthy,
varied diet and I had a healthy appetite prior to 2015.
But what now? I asked about an operation or treatment was there any potential for a cure? Then it was time to face
facts, get real and talk through how my life would look
from here onwards. I have a chronic disease and there is no
op or cure, however, there is treatment which would, with
time, get me back to some sort of normality – which was a
goodish outcome.

Anna shares her story for the start of ‘Let’s talk about HAN’ - continued

sanitise, sanitise and sanitise again! There are lots of bits and pieces
to fiddle with but once you are practiced in laying it all out on the
trolley provided it takes about ten minutes to disconnect and about 20
minutes to connect my PN.
How have I coped? When I was told I needed PN the nearest thing
to it that I was aware of was seeing people on drips on TV shows - it
was a lot for me to take in. It sounded alien, risky and plain scary but
it was my only option. It’s been a lifesaver for me in every sense of
the word. I have my life back. I’ve gained weight and my energetic
mojo is back! I started my part-time home-based freelance translation
service again. I know my limits. Being able to support myself was a
concern but with my part-time work and the benefits I am entitled to
that worry has been alleviated.
So, enter PN. I had a catheter inserted into a
major vein on my right-hand chest wall. The PN
is infused directly into my blood steam so my
essential nutrition bypasses my intestines. I have
been taught step-by-step procedures that allow
me to connect and disconnect from my PN. I use
an ambulatory feeding pump which goes into a
rucksack so I can walk around with it. I have my
PN overnight for 12 hours. The kit is heavy so the
less I carry it around the better. My connection
time coincides with my ‘me’ time when all I am
doing is having supper – thankfully, I can eat
- and a bit of TV or similar restful or sedentary
activity before bed.

I’ve been tremendously thankful for the support of my family and
friends. They have mainly been interested and fascinated to hear all
about it - though one or two did not want me to show them my
central line. Now they all understand how I’m sometimes restricted to
the house at certain times and need to organise my diary around the
hook-up timings on the days I am feeding (which is now only three
nights a week as I have made good progress over the last year). In
fact, the doctors don’t want me to put on any more weight now!

When the PN was started in hospital it was
monitored and the staff did all the necessary
connections and disconnections. The homecare
process was explained to me. There would be
a homecare company who would provide all
the necessary equipment and feeds along with
nurses to train me to look after it all myself.
When I first went home, I was still gaining
weight slowly and had low energy levels.
Thankfully due to not needing to attempt to
keep eating the pain had gone. I enjoyed the
little tastes of food I did have.

What about the future? I hope to carry on doing what I am, living
my life again in a lot of ways quite normally with the help of my PN
and the hospital team who support me. Since my recent big ‘60th’
birthday, I am more an ‘autumn chicken’ so to speak and no doubt
other aspects of becoming older will start to take effect but until then
I want to make the most of the health PN has given me back from
where I was three and even five years ago.

The PN started to work its magic, I was gradually
putting on weight and I was keen to be trained
to do my own procedures. I qualified within two
to three weeks; now I could do it in my sleep!
The key is to follow all I was taught and to

Good news! I now find I can eat substantially again but I must be
careful with my oral diet to avoid the bathroom problems - and while
this symptom is still with me it is more under control – for example,
no more onion bhajis with an Indian, and I eat white bread as it’s
‘good for my health’ whilst everyone else is told to eat wholemeal!

Hope for the future… I guess research and innovation in the medical
world will seek to help those with strange stomach and bowel
diseases. In the meantime, I am glad I have PN, together with the
support of my family, friends and my nutrition team combined with
PINNT, a lovely bunch of people who are there for each-other, I remain
thankful for the progress I have made. I look forward to the time
when we can meet in-person once again.
Thank you for taking the time to read my story!
Anna
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Let’s Talk about HAN
– collaboration with
NGPod Global

voice to the nutrition community by highlighting a wide range of
enteral feeding topics and issues. The patient and carers’ voices are an
integral part of raising awareness about enteral nutrition, especially
home feeding. Both NGPod Global and PINNT recognise that while
the feed is the one thing tube fed people have in common, it is vital
to respect the different lifestyles, abilities, and goals of each person.
We aim for an inclusive voice whilst also being respectful of individual
perspectives and achievements.

PINNT is delighted to share the success of our
first podcast in collaboration with NGPODCAST
hosted by NGPod Global. They are dedicated to
improving the patient safety issues surrounding
nasogastric tube placement. They are also very
keen to promote all things related to enteral
nutrition (tube feeding).
Our collaboration with NGPod Global is not
promotional in commercial terms. The aspect
that is being promoted is how PINNT and NGPod
Global share common goals and aim to add a

The first podcast featured Gary and Colette Taylor. Marcus Ineson
hosted the event, and he followed their story from the initial
identification of Gary’s condition to starting long-term enteral
nutrition, recovery, and subsequent tremendous achievementbreaking records. Key to the story is Gary’s determination to keep
achieving his goals and the support his dietitian and nutrition nurse
have provided by working with him to overcome the barriers to
achieving his goals. Gary believes strongly that whilst he pushes
himself, he supports and encourages others to identify what they can
achieve; be inspired by others but always set your own goals; each
personal achievement is what counts.
You can view the podcast via this link:
https://youtu.be/RAeX9cBgT5E
If you would like to be featured in a future Podcast, enteral (tube
fed) or parenteral (HPN), please let us know via comms@pinnt.com

Home
Artif icial
Nutrition

Home artificial nutrition (HAN) Week will be running from 2 – 8 August 2021. It looks
like it will be virtual this year but as things evolve, we will keep you posted!

Awareness Week

If you have an event we can support please let us know.
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2021

HAN Week 2021
– save the dates!

2 - 8 August 2021

How did I come to this?
My name is Tim and at the time of writing I am seventy years old.
Going back almost fifty years I developed Ulcerative Colitis (UC). After
several years of drug therapy (which, I will admit, I was not terribly
good at maintaining) the UC was not being controlled and surgery
was suggested.
At that time, as far as I knew, the only surgical option was an
ileostomy, which did not appeal. However, my consultant advised me
that a relatively new operation was now available. This is an Ileo-analanastomosis, commonly known by all and sundry as a ‘pouch’. This
sounded, to me, like a much better option, as it meant that I would
continue to use a toilet normally. In due course the surgery was carried
out although the surgeon did tell me afterwards that doing the surgery
was like stitching wet blotting paper! I thought that once healed, that
would be that. Little did I know!
Before the surgeon discharged me, I had a final blood test which
revealed an odd liver function test, so I was referred on to a physician
for further investigations. After a trip to Addenbrooke’s in Cambridge
a new drug regime, including the much-maligned steroids (not the
anabolic variety I hasten to add) was introduced. It seems that I have
a condition called Primary Sclerosing Cholangitis, thankfully known as
PSC in medical circles. It also seems that there is some (as yet unknown)
connection between UC and PSC and once you have one the medics
will start looking for the other.
For ten years the medication held things at bay, but in the end my liver
was failing and I needed a transplant if I was going to survive. I was
fortunately put on the transplant list at Addenbrooke’s and after only
three months a donor was found and the operation was carried out
successfully. Of course, as we know, to maintain a transplanted organ,
anti-rejection medication is required. This suppresses the body’s immune
system, which, naturally, leaves you open to all sorts of infections and,
unfortunately, cancer. Roughly two years later a growth on my tongue
turned out to be cancerous. This is where my journey to PINNT starts to
come a bit closer. After surgery for the cancer, I had radiotherapy and
I’m glad to say the cancer is no more.
Once again, I thought that was that, and life continued - in fact until
Christmas 2019. After a delicious meal I found that I was - to put it
plainly - ‘bunged up’. After help to move things along, I progressed
through January (which is a blur) and by the end I was back in
Addenbrooke’s and I spent the next two months in and out of ICU with
recurrent aspiration pneumonia. Eventually by mutual agreement I had
an ileostomy formed as my pouch had decided to stop working after all
these years.
After two and a half months of being nil-by-mouth I was fitted with a
PEG so that I could come home. As the pandemic was by now in full
swing, I was heartily relieved to be leaving hospital, having been tested
and isolated more than once! Once home I was given an appointment
to test my swallowing using video fluoroscopy. The speech and language
department of course was closed by then (thanks again coronavirus),
but as soon as they reopened I was top of their list. Unfortunately, the
test was a disaster, so PEG feed continues. I am due another test at
some point and have exercises which may help to strengthen my
throat muscles.
Apparently, the radiotherapy for my cancer causes the muscle weakness,
something I know others in the group have experienced, exacerbated no
doubt by two and a half months on my back nil-by-mouth.

So, here I am a PINNT member and on the PINNT
forum amongst a group of friendly helpful people
who between them have no doubt suffered most
if not all that I have and more. I can’t recommend
it enough as I find that there are always snippets
of useful info to be had amongst the replies even
if the original post doesn’t seem relevant.
Tim
Update from Tim: Since writing I have
had a second fluoroscopy which proved
just as disastrous as the first, so it looks as
though I’m PEG fed for the long term. On
a more positive note, I shall have received
my first Covid vaccination by now.
PINNT Online Newsletter - Issue 1 - 2021
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Road to
independence
I am fifty years old, though in my head and
heart I don’t feel it! I have hEDS, gastroparesis,
dysmotility, and other bowel issues. I also have
CRPS, POTS and other conditions. On and off
throughout my life I have vomited spontaneously.
Over the past six years it’s much worse after
eating. Despite attempts to be supported by
nutritional supplements I lost a lot of weight; the
decision was made to feed me via PEG-J. Sadly
during 2019, my enteral feeding wasn’t helping,
I couldn’t tolerate the volume I needed. I had
terrible abdominal pain and was unable to go to
the toilet. I lost 25kg and was in hospital for five
and a half months.
I was referred to St Mark’s in London and
finally, at the end of November after a year’s
wait due to Covid-19, I was admitted. During
the first consultation, based on scans and my
history, the doctor told me I needed parenteral
nutrition (PN) and said I would need it at home
for the foreseeable future. Such a mixture of
fear, shock, confusion, and a dose of relief that
I would finally get nutrition. I was desperate for
help, at the point of sleeping almost all the time,
barely able to get out of bed some days. I was
also dehydrated as my anti-sickness regime just
wasn’t effective enough. I knew I needed this
but the idea of it was quite overwhelming.
Eight weeks after my admission I was discharged
and my first introduction to the world of home
parenteral nutrition (HPN) was a huge stack of
boxes in my bedroom. I had already bought
some small plastic drawers for all the smaller
ancillaries and a nurse had been and filled them.
I was a bit disappointed as I was hoping to
familiarise myself with everything by putting it
away, but she did a good job!
The stack of cardboard boxes could have been
part of Stonehenge it seemed that big! It was
so overwhelming; it made me so nervous again,
after I had started to gain some confidence.
With my best ‘dive right in’ attitude, I went
through it all with my husband’s help. The first
time I watched the nurse connect me to my first
bag of PN and other fluids and meds my instant
reaction was ‘I’ll never be able to remember
that!’ I worried so much as I so wanted to carry
on being independent, like I had been with the
enteral feeding. The nurse talked me through the
process and answered my questions, it all started
to make sense, but it still felt like a huge task.
In hospital being an observer gave limited
understanding, but it was a good foundation,
10
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and the nurse training was so brilliant. On the third day the nurse
asked if I wanted to start the hands-on training. I jumped at this
opportunity because I just wanted to get over those first day nerves.
It was like starting school all over again.
It was confusing at first, so many things to remember, learning the
steps, hand washing techniques and special ways to open packages to
mention a few things. Due to having IV meds I had a lot of extra bits.
Despite all I had to learn, the nurse said she had faith in me and after
my first solo attempt apparently, I showed promise. That was great to
hear. The truth is that it was the patience and encouragement of the
nurses that got me through the training; they were wonderful. Over
the next few days, I made good progress and l learnt the processes
to connect and disconnect my PN. Their encouragement gave me
confidence and the easier it got. Being given experienced nurse tips
and tricks helped as well, and having processes explained meant that
I began to think like a nurse, not simply a patient. I suddenly found I
got it, I understood, and I was able to connect and disconnect with
minimum intervention. A few more nights and my confidence grew. I
might make mistakes, but I knew what I had to do to fix them (usually
a glove change and sanitiser gel!). Also, knowing the advice line
was there 24-hours a day really reassured me. If I was ever stuck, the
nurses said, just call. They could talk me through it.
The day I was told I was signed off was such a shock. In fact, I was
told I was signed off with connection first! I kept saying, “Really,
are you sure, I don’t think I am very confident yet?” The nurse
told me I was incredibly confident. That I could do each procedure
automatically, and I was safe with sterile practice. She asked if I felt I
needed more supervision, and I decided there and then I just needed
to commit to do it alone and have some belief in myself. So, I said I
didn’t need more, and the following night, I connected with minimum
fuss. I went through the process in my head so often that day,
though, I annoyed myself! The next morning, I was signed off
with disconnection. It is easier and less complex.

Road to independence - continued

I started to feel excited that I was
going to be independent again. I
could time my feeds how I wanted,
setting a bedtime and a wake-up
time that fitted my needs.
I felt so proud that I had achieved
something, and I had improved
my own life through hard work and
committing myself to learning. The nurses were so kind
and complimented me on the speed with which I became
competent, which felt good. It had been a long while since
I learned something new. The sense of accomplishment
is still there; I don’t think I will ever lose it as I was so
convinced I couldn’t do it.

It is overwhelming when you first come home on PN. It is
scary, all so new and unusual and you can easily feel that it
will be impossible. My advice would be to go at your own
pace. It’s not a race. Also take all the advice you can from
your nurses. Ask many questions, take notes if you need to
and use your advice line if you get stuck; that’s what they
are there for!
Anyone embarking on HPN and in the process of learning
the procedures ‘you will get there’, you have the time
assigned to help you become independent. Like all things in
life, in time, I told myself, this too will become normalised.
Be kind to yourself while that process happens. I wish you
all the best.
Kelly

Your Letters
Dear PINNT

Dear PINNT

After having a few conversations online with fellow TPNer’s about if and
when we would get the Covid-19 vaccine (as we seem to be on the NHS
clinically very vulnerable list but not the government’s) and whether we
are eligible for the vaccine in the first four priority groups - I’ve finally had
mine. I was fortunate that in South Tyneside the local pharmacists are
giving the vaccine to patients at home. Here’s to finding a way back to a
new normal! Hoping we all get protected soon.

I am relatively new to parenteral nutrition (PN), it
was the next step after months on enteral feeding
failed to help me gain weight and regain a degree
of energy. I was constantly weak, lived on the sofa
surfing TV channels and binge watching lots of box
sets. I was teetering on falling into a depressive
state, which I was keen to avoid, I could see it
coming and I realised the only way out of this was
to accept I needed PN. So, when the conversation I
was dreading finally happened I was ready to make
that decision, guided by my healthcare team.

Sam
Ed says: It’s great to hear that so many of our members are receiving
their vaccination as part of the first roll out for the four priority groups.
While we know it’s not a golden ticket to freedom or normality, it is the
first step to controlling the virus that is currently affecting everyone’s lives.

Dear PINNT
When I read the feature ‘When things go wrong’ in the last newsletter it
struck a chord as I seem to have a run of issues with my pump. My first
feeding pump for parenteral nutrition was great for a while, dinky and
easy to use but I had issues with not getting my full feed or it going in
too quickly. I switched to another one, which is okay, but I’m not a fan
of the product overall, although it does the job. Pros and cons with both
pumps if I’m honest - my current pump has started to leak, I can see
droplets in the back on the pump, not sure entirely where from though.
I didn’t report this until I spoke to PINNT as I thought these things were
to be expected. I now follow the basic advice from PINNT as I know PINNT
can only do so much and I’m telling the company and my team too now.
If you have any issues please do report them, it isn’t a slight against the
product but if people don’t know what’s happening, they can’t actively
seek to address the issues.
I would like to say that I found it very useful to carry my PINNT Restaurant
Card with me when going out while I was still able to eat small amounts.
I am entirely fed by tube now, but it enables me to have a drink whilst
others are eating.
Thank you for your continued help and support.

While I saw a glimmer of light at the end of the
tunnel, I also saw a complex treatment governed
by strict procedures and the possibility of sepsis
- that word sepsis jumped out on every support
page I stumbled across on social media. I had been
briefed about how to avoid it and what to do if it
happened, I wasn’t prepared for the overwhelming
emphasis on it.
One call to PINNT allowed me to put this into
perspective and it confirmed what my own team
had told me, it’s different for everyone and I should
not allow it to consume my day-to-day thinking
about being on PN. Sticking to what I’ve been
taught and following all the guidance will keep
me safe, obviously there are things I cannot control
but staying focused on trusting what I had been
taught was the right way to proceed. I have also
taken inspiration from the people I’ve spoken to
who want to slot back into life in an unassuming
way, being on PN doesn’t mean I have to be any
different. I am using the boost from my PN to
just get back to being me. I’ve enjoyed reading
the practical advice from PINNT and I am looking
forward to when it is possible to consider taking my
children away on a short break, PN will not restrict
my determination to be the best person I can now,
I feel so much healthier and stronger thanks to PN.
Sally

Eileen
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Your Letters
Dear PINNT
Tubie Pad Advent Calendar; why I decided to do the Christmas
give-away on PINNT’s closed Facebook group
I had my tube changed from a PEG-J to a surgical Jejunostomy and was
no longer using tubie pads as, it doesn’t have the ‘snot’ that the PEG
had. I have used Loulabellie by Ellie for tube pads ever since she started
making them. Being a tubie herself, she understands what’s needed and
comfortable. I had ordered one of her advent calendars before I knew my
tube was going to be changed over. So, at the beginning of December
after my new tube had been fitted, I realised that I was no longer going
to be able to use the advent calendar. As it was un-opened, I decided
to approach PINNT to see if they knew of anyone who might be in need
and they came up with the idea to do the competition online. It was a
quick turnaround opportunity. There were so many stories that came
out, of bullying and people being stuck in hospital over Christmas that
I wanted to try and do something nice for as many people as possible. I
approached Ellie and asked her if she had any Christmas tubie pads left
and told her what I was planning, she thought this was a lovely idea and
wanted to help, so discounted the pads. I then managed to put together
five little bags with some pads in. It meant the world to me to be able to
do a small thing that hopefully made a tough time in their lives just a
little easier.
Rebecca
Ed says: The question we asked people to respond to was ‘What would
receiving this gifted 12-day advent calendar mean to you this Christmas?’
As you said the replies were mixed and you added runner-up prizes
to the giveaway once you read the entries. It was good to see adults
and children feeling uplifted with the prize. Your act of kindness was
appreciated by many; thank you for your generosity.

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.
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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Hi, I am Rebecca, frighteningly I have just turned 40! I
have Ehlers Danlos Syndrome (EDS - hypermobility with
vascular crossover), Gastroparesis, Mast Cell Activation
Disorder, Prinzmetals angina and Postural Orthostatic
Tachycardia. Despite this being a genetic condition,
I was only diagnosed when I was 36 after becoming
severely ill at 34. I have a surgical jejunostomy feeding
tube, I also have a Port-a-Cath™, which means that I
have constant intravenous access without having to find
a vein. The EDS means I am in constant pain and my joints
dislocate incredibly easily, even my spine is hypermobile which has
resulted in two spinal fractures and multiple disc prolapses. To date, I
have had 38 operations, including several spinal surgeries, it is looking
likely that a hip replacement will be on the cards for this year, not
quite where I thought I would be at 40.
I have had the JEJ feeding tube for about three months and I am
getting on well with it. I started off with a naso-jejunal tube in an
in-hospital setting. I was in hospital for five weeks to get used to
the feeding and get over the refeeding syndrome. Before I was
discharged, I had a PEG-J fitted, this worked well for about 18
months and then I started to have problems with it, the J part of
the tube kept flipping back into my stomach. I was starting to have
endoscopies all the time, so it was decided to change my tub to a
surgical JEJ, which has been brilliant for me. I have now been tube
fed for just over two years.

Flying high

I am a trustee of Flying Scholarships for Disabled People, after they
helped me get my confidence back, I wanted to give something
back to the charity. I spent a month learning to fly a plane and try
and fly whenever I can. Now when I have a difficult appointment or
procedure I think ‘I’ve got this, I can fly a plane!’.

The photo is from a photo shoot for the ‘making the invisible visible’ charity calendar. I wanted to do the photo
shoot to not only improve my self-confidence with my body now it has changed so much, but also to show others,
particularly children and young adults that we should all rock our differences.
I am now nearly finished with my PhD (fingers crossed) and plan to undertake a degree in geology because it is
something that interests me. I am not particularly good at sitting still, so I also write a blog and articles for various
publications, such as The Mighty. I also take singing lessons, which are great for my mental health, I have performed
at an open mic night. I play the flute, am interested in mineral, macro, and microscopic photography, I practice archery
and when I have bad days and I am on the sofa, or recovering from an operation, I do crafty things like crochet, knit
and embroidery. I am married, handily to a paramedic; we met before I was ill through martial arts. We will have been
married 10 years this year; we also have two miniature dachshunds who do a great job of keeping me company.
Rebecca

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 were a little different in 2020 (and likely to remain
so in 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
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PINNT Prize Pot 2021
Roll up! Roll up! Our PINNT Prize Pot (PPP) Clubs starts again now for 2021
So, what’s the PINNT Prize Pot Club? PINNT’s Prize Pot Club raises ongoing funds to support
our day-to-day activities 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 30 March followed by
30 June 30 September and 30 December. Winners are notified by the draw master to arrange payment of the winner’s
prize money.
Those who took part in the 2020 draws have been offered the opportunity to keep their existing numbers. We thank
those who bought further numbers and to new people joining the PPP Club. New PPP number(s) will be allocated, and
a membership card issued stating your numbers. Each draw has three prizes, and the amounts are dependent on the
number of PPP Club members. To make this work we need at least 100 members/numbers allocated.
So, come on everyone – join to support PINNT – you could be one of our lucky winners in 2021. Please encourage friends
and family to help support PINNT too, it’s 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 contact Tracy Hill by email
on thill@pinnt.com or ring us on 020 3004 6193 to request a form to sign up.

Congratulations to our
PINNT Prize Pot winners - draw 4, 31st December 2020

1st Prize, No 022 – Yvonne Harrison - £59.25

2nd Prize, No 073 – Samantha Arter - £35.55

3rd Prize, No 071 – Geraldine Christian - £23.70

Celebrated 30 years in 2017
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Phone: 020 3004 6193
Email: comms@pinnt.com
Website: www.pinnt.com

PPP
winners
December
draw
We are delighted to share the winners
of the December draw of our PINNT
Prize Post (PPP) Club. That was the
4th and final draw of 2020.
Congratulations to all the winners
during 2020, we hope everyone
supports the new draw which
starts again this year.

PINNT Travel guidelines

Easter quiz

PINNT’s Holiday Guidelines, Talking Point 1: Considering
Travel, Talking Points 2: Travel Insurance and Travel
Insurance companies list, are available to PINNT members.
They are currently being reviewed and do not include
COVID-19-specific advice but discuss all other relevant
travel information. Members can obtain copies directly
from the PINNT website www.pinnt.com where you
can download a copy for free. If you would like a hard
copy, please email secretary@pinnt.com

PINNT is hosting a virtual Easter quiz.
Date: 27th March 2021
Time: 2 p.m. – 3.30 p.m.
Place: Zoom
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If you are interested in joining in the fun,
please email Julie on secretary@pinnt.com
to be sent the quiz log in details on the morning
of the event.

Are you a home enteral
tube user who would
be willing to share
your knowledge
and experience?

Ever been stuck with a blocked tube? Unsure how to tape
your NG? Struggling to store all those supplies? Wondering
how to accessorise your tube? Wouldn’t it be great if we
could all share our ideas?
PINNT is producing a ‘Practical Top tips for Enteral Tube
Users’ guide to help answer questions such as these, to
help troubleshoot problems and as a source of ideas for
living well with a tube. We also hope this guide will be
useful for discussions with health professionals to help
them to help you. We know tube users are the experts
on their own conditions, and that the best knowledge on
managing an enteral tube only comes from really living with

one. It’s that knowledge that will make up our ‘Top Tips’
and that’s why we need your help! So, if you have your
own unique method for unblocking a tube, or a snazzy way
of decorating your pump, or ideas relating to any aspect of
enteral tube use that’s what we’d like to hear.
Could you help? For more information on the project and
to submit your ‘top tips’, go too:
www.surveymonkey.co.uk/r/TopTipsHENusers
If you have any questions about the project or would like to
know more, please contact Kimberley Pett, Project Lead, at
kpett@pinnt.com

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

PINNT Online Newsletter - Issue 1 - 2021

15

A new group during a pandemic
- testing times…
When the pandemic arrived, it put paid to our face-to-face meetings for obvious reasons. We had hoped that our regional
meetings could have commenced by now but as we continue to live with so many necessary restrictions, we have made
the decision to accept that it’s unlikely to see them taking place much before 2022.
Adapting to the current situation has meant that we have taken the further decision to set up a new group that will start
by meeting virtually. We will share the contact information in the next newsletter. In the meantime, we would like to
introduce you to the two people who will be leading the group.
Hello, I’m Paula Williamson a 47-year-old living in Coventry, with my husband, daughter and two dogs and I
have a son who lives and works in London. During the day I have the company of my furbabies and I enjoy
crafting, colouring and calligraphy together with reading and spending time with my family. I became
unwell about seven years ago and have had a number of problems which I’ll tell you more about in the
next newsletter. I started on enteral feeding and now have parenteral nutrition. I’m reminded every
day that I have medical conditions, some days are a lot easier than others, this depends on whether
my body is going to give me a day off! I’m determined to do what I can and to this end I have
decided to set up the new group with Anne-Marie Chilton. I was told about PINNT by my team
and I found all the information and support really useful, so I want to help support others.
Hello there, I’m Anne-Marie, I work at the University Hospital Coventry & Warwickshire with the
Nutrition team. I’m really delighted to be part of setting up a new PINNT group in Coventry along with Paula;
I hope it will provide a friendly space for people to share their stories, make new friends, and benefit from
the unique experiences and expertise of our lovely patient group. I’m looking forward to it!

Do you have home
parenteral nutrition?
Some people on home parenteral nutrition (HPN) may
have received a survey via your own nutrition team or
unit. The opportunity is now open to anyone who would
like to contribute to a vital piece of research. If you are
happy to take part or find out more, as a person on
HPN or as someone who supports a loved one on HPN,
please read the advert and respond directly to Chloe.

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,
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
• Via Virgin Money www.pinnt.com/Donate.aspx
16
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FAQ’s about home parenteral
nutrition (HPN)
Frequently asked questions we’ve had
over the past few months. For specific
information about your/your child’s
care and treatment you should speak
to your usual healthcare professionals
or nutrition team members.
Q: Should I have a spare/buffer bag(s) of compounded
parenteral nutrition (PN) on the day my delivery is due?
The first thing to do is determine via your homecare
provider if you should have spare/buffer bags. This may
depend on your prescription but generally most people
should have at least one bag, two is preferable. The reason
for the buffer bags is to ensure someone could feed if for
any reason a planned delivery cannot take place.
Q: I read that we always need to have blue clamps with
us. Is this true?
Yes, if you have a central venous catheter (CVC) you should
have been given blue clamps as part of your basic supplies.
You may need to use them if the CVC is fractured or
damaged. You should have been shown how to use them,
if you don’t know ask your team for guidance. You should
have more than one pair, know where they are at home
and if you use an ambulatory feeding pump pop a pair in
the pocket of your rucksack or in a handbag or suchlike. If
you go out or travel with someone else, it may be advisable
to give a spare pair to someone with you. If you don’t have
blue clamps, or have misplaced them, ask your homecare
provider for some.
Q: Does not wishing to have the vaccine affect any part
of my PN homecare?
If anyone is unsure about having the COVID-19 vaccine
you should discuss this with your own team to address any
concerns you may have. Your decision will not affect the
provision of your PN homecare.
Q: If I receive a product on my stock list and the brand
has changed, can I ask for the brand I prefer?
If a brand has been substituted it will meet the clinical
requirements for the product. If there is a clinical reason for
a specific product, for example a particular type of dressing,
then your team will make this clear to your homecare
company and they will endeavour to supply this. If you
have any reason to question a product you should talk to
your homecare company representative. During the current
pandemic when medical supplies are in great demand you
may see a wider range of brand names substituted.
Q: Do I have the choice as to whether I have homecare
nurses to do my procedures?
The availability of homecare nursing varies between
countries. The aim of getting people home on parenteral
nutrition is to ultimately provide independence for people
to manage the treatment as much as possible.

In Northern Ireland patients are trained by the nutrition
nurse specialist to be competent in the PN techniques. The
homecare company provide pump training. There is no
commercial homecare nursing.
In Scotland there is no provision for homecare nursing.
The homecare nurses offer pre discharge planning
arrangements in addition to pump training.
In England and Wales funded homecare nursing is for
people receiving training, or those who are unable to
undertake the procedures themselves. Where there is a
clinical need for nursing support this will be discussed
and agreed with your own healthcare professionals and
the homecare company will be notified. There is ongoing
communication between the homecare company and
referral centre in respect of the ongoing clinical need for
nursing support.
Q: If a bag of compounded PN expires on say 5th, can
I start the infusion on 5th and feed overnight into the
next day?
If a bag states it expires on a particular date, for example
5th this means it should not be used after that date. Any
time during that 24 hours is fine, not after.
Q: If while I have used multi-chamber bags (MCBs)
I’ve had a reaction to them or cannot tolerate them,
will I be able to have them for a holiday when we
can travel?
It is unlikely that anyone who has had what is classed as
‘an adverse drug incident (ADR) would have the product
prescribed for them again. Any ADRs are reported to the
‘Yellow Card’ scheme run by The Medicines and Healthcare
products Regulatory Agency (MHRA), by your healthcare
professionals. If you have previously used MCBs for
travelling, we suggest you speak to your own healthcare
professionals or nutrition team for personal advice. Once
travel is possible again the use of MCBs for holidays for
patients who usually receive a compounded bag will
depend upon the national availability of MCBs. If there
are shortages of compounding slots requiring patients to
have MCBs as their standard prescription, there may not be
sufficient stock to allow patients normally on compounded
bags to have MCBs for holidays.
Q: If I have expired bags of PN, compounded or multichamber bags how should they be disposed of safely?
If you have expired bags of compounded PN then you
should let your homecare company know so they can
be replaced if necessary. If you have expired bags due
to changes to your regime then double check that your
homecare company know so you can avoid having
unnecessary bags delivered, then wasted. Ask your
homecare company if they collect expired bags regardless
of which kind they are or if you can dispose of them safely
at home and how best to do this.
PINNT Online Newsletter - Issue 1 - 2021
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Second feature from PINNT’s
COVID-19 survey
Impact of shielding and lockdown on the
personal well-being of people on Home Artificial
Nutrition: findings of the initial survey regarding
individual guidance, information access and
principal areas of concern.
As we know, the pandemic affected those with long-term
conditions (LTCs) on home artificial nutrition (HAN), with
possible impacts on both the exacerbation and poorer
management of LTCs. This was due to both the impact on
continuity of care for individuals and the ability to manage
healthcare effectively.
Results
Concern and anxiety were identified from responses
regarding the termination/delay of care as resources moved
to COVID-19 treatment and management.
“Sent home after just one week of TPN despite declining and
not being able to get enough nutrition in and BMI of 13.”
(female on PN)
“My other treatment was cancelled which meant I needed
to have two courses of antibiotics as a result and still the
hospital and the consultant would not allow the treatment to
go ahead.” (female on EN)
“My care plan is to attend local A&E for IV fluids when my
sickness gets too bad. My sickness is now bad but my local
A&E refusing anyone unless they are extremely ill due to
COVID risks.” (female on ONS)
With planned care being cut short and contingency plans
for adverse effects, LTC management was impeded due to
COVID-19 restrictions, creating a feeling of uncertainty over
an individual’s care.
Understanding shielding
Prior to the pandemic, the term shielding was not something
the general population were familiar with. Of those who
took part in the survey, 55 per cent said that they were
advised by the UK Government to shield following receipt of
an official letter. Despite receiving the letter, five per cent of
the responders explained that they did not fully understand
what they were being advised to do, or whom to contact to
seek clarity on any uncertainty.
“It is confusing because the government initially talked about
self-isolating if you had symptoms and used shielding to
relate to ‘1.5 million’… consultant told me to self-isolate but
the official NHS letter I later received doesn’t refer to either
self-isolation or shielding but says to not leave your home at
all.” (female on PN)
“Fuzzy on the meaning of shielding.” (female on EN)
“The terms being used are not consistent and I think that
they are very confusing for some people and difficult to keep
track of what is what as a result.” (female on PN)

18
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Conflicting terminology and changing guidelines at the
beginning of the pandemic caused many who responded to
be offered different advice and information depending upon
whom they spoke to. This was particularly true for those who
were on parenteral nutrition (PN) as this was not specifically
mentioned in the government ‘extremely clinically vulnerable
list’, but it was later agreed that these individuals should be
included in this group, and a general statement should be
added to the official list regarding specific clinical advice from
individuals’ healthcare teams.
“Being on TPN initially wasn’t seen as high risk, however a
few weeks later it suddenly was, although it still was not
listed on the government website, but I had multiple letters
saying I am extremely clinically vulnerable.” (female on PN)
“Different doctors told me differently.” (female on PN)
“This was MOST confusing; I would have been totally lost if it
had not been for information from PINNT.” (female on PN)
Practicalities of shielding
Individuals who were required to shield were sent a letter
explaining what they needed to do. It provided information
on additional support, which would be made available to
this group, but 58 per cent felt this was inaccessible or
not as expected.
“Getting online shopping, even though I had an email from
Sainsbury’s identifying me as vulnerable, I cannot get a slot.
Waitrose hasn’t got a slot, all filled end of July [2019].”
(female on PN)
“No access to supermarket vulnerable slots despite multiple
official shielding letters from different doctors and selfregistering with gov.uk as needing help with supplies.”
(male on EN)
Whilst provisions for those who were shielding were put
in place, many expressed that these were implemented
insufficiently with many people unable to access this support.
“I don’t feel that there is [was] any formal help.” (male
on PN)
“Believed registering would help with online shopping but it
hasn’t yet.” (female on PN)
“The support packaging provided by the government is
appreciated but is one size fits all and a person living alone
with intestinal failure could not possibly manage alone.”
(female on PN)
It was noted that the failure to provide adequate and
appropriate provisions raised anxiety levels amongst those
individuals who were shielding. This was given as the reason
for several individuals reporting that they had left their home
against official advice to collect essential items.
Most of the support that was added to the shielding

Second feature from PINNT’s COVID-19 survey - continued

package concerned receiving access to delivery of groceries,
medications, and other essentials. However, respondents
reported a lack of support to comply with shielding guidance
in other ways, particularly mental health concerns.
“Can’t do shielding. Mental health problems are too bad.”
(female on EN)
“I feel isolated, alone and suicidal.” (female on EN)
“I’m staying in my spare bedroom; it has been this way
for three weeks now. Starting to affect my mental illness.”
(female on EN)
Whilst the concept of shielding individuals, who were
identified as being clinically extremely vulnerable has some
merit, (with evidence showing these individuals are at greater
risk of having more serious illness should they become
infected), it has become clear that prolonged shielding and
isolating of these individuals was impractical.
“At first getting the point across to my family (two teenage
daughters) that it was not okay to go to the gym, etc.”
(male on PN)
“I could not fully shield as I need help transferring to and
from a wheelchair or commode/shower chair, with washing
and putting feed on.” (female on PN)
“My husband is a carer at a care home and therefore a key
worker. He is taking precautions, but it is still scary.” (parent
of female on PN)
Psychological well-being
The impact on depression, anxiety and general mental wellbeing was raised by many who responded to the survey.
“Struggling even more with social isolation than normal, not
being able to be sightly independent when I am able, family
pressures, other health conditions worsening and nobody to
help me. Not feeling supported by doctors.” (female on PN)
“Psychological well-being is difficult right now.” (female
on EN)
Although many responded to say that they had no support
for varying reasons.
“Tried to contact mental health team for three weeks, still
waiting for them to get back in touch with me.” (female
on PN)
“I usually have a care coordinator but she was reassigned.
I am supposed to have help from someone… there is
nothing.” (female on EN)
“Everyone is struggling so who can we turn to?” (female
on PN)

A further feature will be published looking specifically at the
psychological impact of the first lockdown on those requiring
HAN in the next edition of Online.
Summary
PINNT identified a benefit of having a more structured
approach to communicating with vulnerable populations
following the analysis of the early data (PINNT COVID-19
Survey, 2020). PINNT offers a recommendation to
disseminate clear guidance on what individuals should do
in terms of minimising their personal risk in a more personcentred approach, rather than only sending guidance to
a specific subset of the population. It appears that some
individuals were not contacted under the assumption that
they would understand the need to follow the general advice
given to the wider population. In conclusion it is felt that the
provision of information to all individuals with LTC’s would
assist in reducing confusion and anxiety whilst having a
positive impact on the level of compliance.
In addition to providing this information, the analysis showed
that information was being received from different sources,
with some individuals receiving repeated information from
different sources, whilst others received none. By using a
central source to provide specific information this may help
ensure that the information is consistent and provide a
source of reliability and validity to the information received,
whilst eliminating the “postcode lottery” (female on PN)
identified from the responses received.
It has been identified that confusion arose over the
use of ‘new’ or ‘technical’ terminology that individuals
were unfamiliar with. This was often presented without
an explanation of what it referred to and provided an
opportunity for incorrect usage and further confusion. This
was evident with the terms ‘self-isolation’ and ‘shielding’,
particularly around the use of the wording ‘self-isolation’
for presentation of symptoms or potential exposure to
COVID-19. It was occasionally used interchangeably (and
incorrectly) with ‘shielding’:
“The terms being used are not consistent.” (female on PN).
It is the continued hope that this insight into the experience
of a specific population in a national emergency, will
strengthen future provision and services to meet the needs of
the HAN community during similar events in the future.
Acknowledgement
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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

Thank you to everyone who has selected PINNT to benefit from your Amazon Smile shopping. If you’re not sure what
Amazon Smile is all about, please read on…
If you use Amazon to shop, why not make the switch and log into AmazonSmile 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, with the same choice of products; 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 beneficiaries. To support PINNT simply go to www.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! So, thank you in advance for your support.
Remember it doesn’t cost you a penny! The more donations PINNT receives the more we can continue to help our
members by improving the products and services that we offer. www.smileamazon.co.uk
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Oops I just can’t wait!

www.bladderandbowel.org/help-information/just-cant-wait-card
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.

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 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.
PINNT Online Newsletter - Issue 1 - 2021
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#VERIFY – PINNT’S
Medical Tag

PINNT’s Medical Tag was designed to aid people
when out and about; it’s not just for airports
– it’s for use in lots of public places to provide
added verification that the pump is medical
equipment. We are delighted that the PINNT
Medical Tag is now available to all members who
wish to order one for their rucksack.
You will receive: 1 Medical Tag, a covering
letter for your personal use and an information
card to slot inside your rucksack or handbag.
Applications can be made by: Email:
secretary@pinnt.com or by Post: PINNT,
PO Box 3126, Christchurch, Dorset BH23 2XS.
Please include:
• Your full name
• Address including your postcode
• A contact telephone number
• Your PINNT membership number
The Medical Tag will not eliminate the need
for you to verbally explain what 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. It’s intended use is to ‘verify’
what you’re saying – you are carrying genuine
medical equipment.
This will be an exclusive offer for PINNT
members, and the Medical Tag will not be
available via any other source or sponsor.

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.
A big ‘thank you’ to Dr Arun Urs who supported the Transition project through
PINNT, Angela Thompson, Catriona McDonald, and Lizzie Hutchison for contributing
and review and The National Paediatric Parenteral Nutrition Nurses for the support and
moving the pathway of Transition forward with the PINNT resources.
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Glossary of terms
Below is a brief glossary of some of the
terms you may see in Online from time to
time. We will add to this list periodically.
Angina: chest discomfort or shortness of breath caused when
heart muscles receive insufficient oxygen-rich blood.
CIPO: (Chronic Intestinal Pseudo-obstruction) is a rare disease
characterised by repetitive episodes or continuous symptoms
of bowel obstruction when no physical blockage is present.
CRPS: (Chronic Regional Pain Syndrome) pain usually confined
to one limb that can be severe, chronic, and debilitating.
Dysmotility: is a series of related conditions in which the
muscles of the digestive tract or the nerves that control them
do not work as they should, meaning that the rate at which
food passes through the digestive system and the rate at
which waste is excreted is abnormally slow or irregular.
Ehlers-Danlos syndrome (EDS): a collection of rare,
inherited disorders that affect the connective tissue in the
body; it has a range of symptoms and can affect digestion.
FODMAP diet: this involves avoiding foods that are not
easily broken down by the gut, such as some types of fruit,
vegetables and milk.
Gastroparesis: paralysis of the stomach, resulting in a partial
or total inability for food to move from the stomach into the
intestine.
GORD: gastro-oesophageal reflux disease – a condition where
acid from the stomach leaks up into the oesophagus.
hEDS: Hypermobile Ehlers Danlos syndrome.
HPN: home parenteral nutrition, sometimes called total
parenteral nutrition (TPN), or parenteral nutrition (PN).
Jejunostomy: a surgically implanted feeding tube through the
abdominal wall into the jejunum (part of the small bowel).
Hickman® line: a type of central venous catheter.
Ileo-anal-anastomosis: a type of surgery which allows
you to eliminate waste normally after removal of your
entire large intestine.
Ileostomy: where the small bowel (small intestine) is diverted
through an opening onto the tummy (abdomen).

Mast Cell Activation Disorder: an immunological disorder,
which may cause repeated symptoms of anaphylaxis (a severe
allergic reaction).
NG tube: naso-gastric tube - a tube inserted through the
nose, past the throat and down into the stomach.
NJ tube: naso-jejunal tube is a tube inserted into a part of the
small bowel through the nose.
Oral nutritional supplements (ONS): are sterile liquids,
semi-solids or powders used for people who are unable to
meet their nutritional requirements through oral diet alone.
PEG: percutaneous endoscopic gastrostomy. This involves
placement of a tube through the abdominal wall and into
the stomach.
PEG-J: is a feeding tube that is passed through the abdominal
wall and into the stomach. A smaller tube is then inserted
through this and into your jejunum (small bowel).
PEJ: a percutaneous endoscopic jejunostomy. A surgical
procedure for placing a feeding tube into the jejunum (part of
the small intestine).
Port-a-Cath™: is a small medical device placed in large veins
for people who require frequent access to the bloodstream to
administer either intravenous fluid or parenteral nutrition.
Postural Orthostatic Tachycardia: a condition characterized
by too little blood returning to the heart when moving from a
lying down to a standing up position.
PoTS: Postural tachycardia syndrome (PoTS) is an abnormal
increase in heart rate that occurs after sitting up or standing.
Some typical symptoms include dizziness and fainting.
Primary Sclerosing Cholangitis: a chronic liver
disease involving inflammation, scarring and narrowing
of the bile ducts.
Prinzmetals angina: is a type of angina (chest pain or
discomfort caused when your heart muscle doesn’t get
enough oxygen-rich blood.)
Reflux: a condition in which the stomach acid enters
the oesophagus.
Ulcerative Colitis: a long-term condition where the bowel
and the colon become inflamed.

Welcome to PINNT Partner Corporate Membership for 2021
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PINNT GET-TOGETHERS 2021

Celebrated 30 years in 2017

Due to the pandemic, unfortunately, we still have no update on when our regional meetings
will be resumed. It is looking unlikely that they will resume in 2021. However, as soon as we
have any updates, we will let you know.

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

Coventry:
Paula Williamson
Anne-Marie Chilton
Email: paula@pinnt.com

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

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

Norwich:
Jackie Riseborough
Tel: 01263 834762

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

North West:
Liz Taylor
Email: ltaylor@pinnt.com
Tel: 07801 650067
South Wales:
Paul Phillips
Tel: 07802 429872
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

Leicester:
Phil Roberts
Email: Hens@Inds.nhs.uk
Tel: 0116 222 7161
Bristol:
Julie Barker
Email: j.barker2@nhs.net
Tel: 0117 3427515
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 member’s area.

| www.pinnt.com

