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Editorial

Wow! The weather has been rather extreme, hopefully you’ve all been enjoying it without too many problems.
Keeping hydrated and safe in such high temperatures is a balancing act for many of us.
Please take time to return the nomination forms for the new committee and trustees as well as letting us
know if you’re able to attend the annual get together. HAN week isn’t far away; it will very much focus on
our medical tag.We are so delighted that since its launch last year during HAN week we’ve been able to send
them out to so many PINNT members. Your feedback has been marvellous and we have some useful ideas
for the updates next year. So, you need to keep your membership up to date to ensure you receive all our
information.
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articles and letters will be edited where necessary. Authors will 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.
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An Insight into Patient Experience:
A week on Oral Nutritional Supplements
Nutrition and Hydration week
Nutrition and Hydration week
is an annual celebration of
positive practice in nutrition
and hydration. This year was
the 6th annual Nutrition and
Hydration week, running
from 12-18th March, with
health professionals and
patients all over the UK
becoming involved in a variety of promotional events
to raise awareness of the importance of optimising the
quality of nutrition and hydration from hospital to home.

Who we are?
The Home Enteral Feeding Service supports all patients who require a feeding tube in Sheffield. The feeding tubes may
be required to meet the patients’ complete nutritional and hydration requirements or can supplement their nutrition
if they can safely eat small amounts. We support patients with a range of challenging conditions which can impact
the swallow function and cause dysphagia, including neurological conditions like Motor Neurone Disease, Multiple
Sclerosis, Huntington’s disease as well as patients with dysphagia in advanced learning disability or because of intense
treatment, surgery or disease as in head and neck cancer.
Many of these patients have difficulty managing a solid diet and therefore meet their needs through a feeding tube
or liquid nutritional supplement drinks. Patients with other conditions that impact the gastrointestinal tract, like
oesophageal strictures or Crohn’s disease and ulcerative colitis may also require oral nutritional supplements.

Supplement challenge
In order to raise awareness for Nutrition and Hydration week, three members of the Home Enteral Feeding Team in
Sheffield decided to undertake a challenge. Helen Beagan, Home Enteral Feeding Dietitian and Dietetic assistants,
Claire Loversidge and Jessica Denning, decided to undertake a challenge.
The aim of this week was to give us an insight into some of the challenges patients, unable to tolerate a solid diet,
face on a daily basis through having solely liquid supplements. This is of course recognising that while we had a week
on liquid diet, managing these challenges while in full health is completely different from doing so while battling a
debilitating medical condition. Donations for this week were in aid of PINNT, which offers support to patients and
their families with the challenges they face while managing artificial nutrition.

Helen’s experience – Home Enteral Feeding Dietitian
Oral nutritional supplements can offer essential, invaluable benefits in many patients. They can help to optimise
nutritional status and quality of life. This can include reducing or preventing weight loss and supporting weight gain,
optimising lean muscle mass, increasing energy levels and reducing the burden of eating for someone who is struggling.
However, this week provided an insight into the patient’s perspective, increasing my empathy of the challenges patients
on a liquid diet face. It is important to mention that my experience as a healthy person is entirely different to that of
patients experiencing challenging medical conditions while not being able to eat. It can negatively impact quality of life.
During this week, I missed the textures, variety and enjoyment food can bring. Food is an important aspect of life.
- We often look forward to our lunch at work to eat and socialise with colleagues
- For many special occasions, food is the focus, such as Christmas, birthday parties, retirement
parties and weekend treats out.
- Meal planning and preparation is often a source of pleasure or enjoyment especially when
sharing with family or friends.
Patients who are on a liquid diet or tube feed can often feel isolated during these occasions. It is
our job as health professionals to identify and address these challenges and support our patients
with their nutrition.

www.pinnt.com
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Challenge

Addressing the challenge

Presentation was unstimulating in the plastic
bottles

Presentation can improve experience:
- Putting the supplement in a glass/ mug can
help,
- Consider adding marshmallows or cream into
a chocolate milk-based supplement (especially
if aiming for weight gain)

Warm supplements were less appealing

- Store the supplements in a fridge or a cooler
bag while travelling
- Adding ice helped make supplements
refreshing.

Socialising with friends who were having a
takeaway

- Coordinating supplement taking with family
meal times
- I found savoury supplement varieties such
as the soups useful in these scenarios as I felt
more involved in the meal time.

Supplement fatigue with flavours

Altered bowel habit

Like with diet, if we are eating the same
food every day, it is inevitable that we will
become fatigued.
- Having a range of flavours and consistencies
was stimulating. My favourites were: hazelnut,
peach, raspberry and vanilla.
- it is important to identify that patient
preference similar to food preferences will
differ!
- Introducing some fibre feed helped
- Optimising fluid by taking a water bottle
helped meet fluid needs.

Claire’s experience - Dietetic Assistant Practitioner
Best bits
• Convenient and quick especially having lunch in the car
• Not having to organise my lunch the evening before
• Not having to buy lunch
• Drinking more water and keeping hydrated
• Never feeling hungry
• Variety of flavours
Not so good bits
• Didn’t expect to get constipated and by the third day I wasn’t happy
• Attending a retirement buffet for a colleague and not being able to eat from the buffet food
• Attended my granddaughter’s birthday meal with family in a restaurant and not ordering from the menu or having a
slice of cake that I made for her
• Bad breath, which surprised me
• The amount of waste with the plastic and straws
• Cooking for my family and watching them eat their meals - especially the lamb roast was torture!
• Bloating – but I found spacing the supplements out every 2-3 hours helped
Overall opinion
I do appreciate that it was ONLY for a week, but I did miss the feeling of actually having ‘real’ food in my mouth. Yes,
I would do it again but as I have mentioned it’s easy for someone like me who can always go back to eating a normal
diet again. I enjoyed the different flavours and consistencies of the supplements, and some were definitely better than
others.
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Jess’s experience: Dietetic Assistant
I want to acknowledge that this was only one week and was of course incomparable
to the patient experience. I did however find the week on oral nutritional
supplements to be an illuminating experience with each day presenting its own
challenges and breakthroughs.
The first few days were probably the most difficult as I was still anticipating food.
I hadn’t realised before the week how much I look forward to my meals, especially
when at work! Snacks and lunch really punctuate the day and I found myself
looking forward to my lunch before quickly feeling disappointed when I realised
that all I had waiting for me was a liquid lunch. Thankfully after the first few
days I did get used to this and that anticipation subsided, at least while at work.
For me, the real struggle was getting home and not being able to eat my evening
meal with my partner. Like a lot of people, coming together in the evening is a
big thing in our house and something that I really look forward to doing. Missing
out on family meals is something that as health professionals we’re aware of as
something that our patients really struggle with. Despite this, I don’t think that
it’s possible to really grasp how difficult it is unless you have experienced this first
hand. It has really given me new insight into our patients’ experience.
I don’t have a particularly sweet tooth so flavour fatigue was a big issue for me as I’m sure it is for a lot of our
patients. I found the chicken soup to be a thankful respite bite from the sweet flavours and would recommend that
people speak with their dietitians about some of the savoury options.
Being on oral nutritional supplements (ONS) for a full week allowed me the chance to experiment with how I was
consuming them, and I found that creating variation was a key to making the experience more pleasurable. For
example, the simple act of pouring them into a glass instantly made them feel less medical and more like something
to enjoy. I also found altering the viscosity and flavour made a large difference. For example,
I used a mocha flavoured supplement, which I would add to coffee for a high calorie latte.
This made them feel more like a treat than something I needed to “endure”.
I posted some of my journey onto social media and had a number of positive interactions
with other people using ONS. This gave for further insight into other people’s experiences
of using ONS.
Overall this was an invaluable experience and I hope that the understanding I have gained
will translate into practice and the way that I interact with patients.

Response on Social Media:
Health Professional feedback: ‘’ Great effort and a wonderful charity to raise money for! It’s a
unique opportunity to get an insight into patient experience and challenges as well‘
Patient feedback: ’I love hot chocolate but it has never occurred to me to mix my Ensure into it.
Thanks for the idea! Cream and marshmallows added to my shopping list for tomorrow’’
‘’Much respect to you! ONS are keeping me alive and off a feeding tube at the moment but none of them taste
particularly great so for you to drink them by choice shows dedication to your patients.’’
We have raised £164 (£197,75 with gift aid).
You can follow our team on twitter @HefTeamSheff for further insight into what we do and our efforts to raise
awareness of patients requiring nutritional support.

Short survey about central venous catheters
PINNT has been asked to present the patient’s perspective during a
national conference in November, on the patient’s perspective of central
lines. It is to include your thoughts on type of lines used, the position, the
placement and the care of the lines. We imagine some of you may have
a lot of useful comments to contribute. If you would like to be included
in the survey, please email us on comms@pinnt.com and put ‘Central
Line survey’ in the subject box.

www.pinnt.com
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Pumped up and ready to live!
When I was last admitted to St. Mark’s Hospital back in January, I met up with Carolyn Wheatley from
PINNT. We’ve known each other for many years now, way back when I was under the care of Great
Ormond Street Hospital. We’ve both aged since then! While talking about the limitations of the pump
I was using, she showed me the LITRE report. I had no idea there were other portable pumps available.
We talked about them and when I outlined the restrictions I was currently facing, one pump in the
report caught my eye, the Micrel pump.
I wasn’t aware this pump even
existed...
portable,
compact,
excellent external battery life,
different size rucksacks were
available too – it all sounded too
good to be true!!

When I returned home after my
six-week admission I made contact
with Fresenius Kabi who supply
my parenteral nutrition in Ireland.
They managed to order a Micrel
pump for me, I was trained, and I
haven’t looked back since!
Honestly, from having been
trapped on my pump for up to 20
hours a day at home, I now have
a life. The benefit of a long life
external battery has changed my
life! I am able to go out and about
while still being connected to
fluids etc. as needed. To be able
to have such freedom all the time
is truly amazing!
I don’t know how I managed
before this pump, I was confined
and restricted by my feeding. I am
so grateful I had this conversation
regarding pumps on the market
that day when I met Carolyn.
Reading the LITRE report opened
my eyes to a whole new world;

I thought what I had was okay;
now I can fit my feeding into my
life without all those restrictions I
assumed were normal.
If this amazes you, please bear
in mind not all home parenteral
nutrition patients have the same
service and access to the same
equipment. In my part of the
world it’s very different. I’ve always
been grateful for what I have but
it’s clear there is room for this to
be taken to the next level.
Also, when we met that day I
was able to take home my Safety
Poster and the medical tag for my
rucksack. It’s the practical things
that PINNT produces that make
living with PN easier; PINNT
really understands the need for
people to live with a condition
and treatment and not be defined
by them.

Clodagh

We’ve been shortlisted for an award!
Complete Nutrition (CN) Magazine
is the UK’s No. 1 clinical, medical
and health nutrition publication.
The magazine is aimed at registered
nutrition health professionals.
Having said that, CN is a devoted
advocate for highlighting patient
groups, resources and activities.
The annual CN Awards provide
the opportunity for readers,
advertisers and contributors of
CN magazine to come together
to recognise the achievements of
those whose great work has made
a significant difference within the
nutrition industry – whether as an
individual, group or organisation.
There are ten categories; our
‘Medical Tag’ has been shortlisted
in the ‘New Product of the Year’
4 - Online Issue 2 - 2018
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category. We already feel like
winners given the large number
of submissions; being shortlisted is
such an honour!
Keep your fingers crossed for us;
if nothing else we have raised our
profile with thousands of readers
of CN magazine as well as the
social media attention their annual
awards ceremony has generated.
Good luck to all those who
have been shortlisted; especially
those in ‘The Geoff Simmonett
‘Commitment to Patient Care’
Award’ – Geoff is a former
PINNT trustee. This award was
named posthumously after a truly
wonderful man - a true advocate
for enteral patients.
www.pinnt.com

It’s All in The Planning
Holidays, although most enjoyable and relaxing can also
be one of the most stressful periods for anyone living with
parenteral nutrition (PN). Although every effort is made to
live as normal a life as possible sometimes it is not as simple
as just packing your swim shorts and jumping on a plane.
Ranging from ensuring you have enough supplies weeks
in advance of flying, to making contact with the airline to
apply for extra baggage - travelling with PN is anything
but straightforward, although with the right preparation
and support it is undoubtedly worth the initial stress.
I have travelled long haul several times over the years
although it still seems to be as difficult and create the same
amount of stress as if it was my first time travelling.
This particular holiday was even more special. As if
travelling to Australia for three weeks and staying in three
different cities wasn’t challenging enough, I also planned
to propose to my then girlfriend whilst 9,000 miles away
from home. Not only did I have to liaise with two different
airlines regarding additional baggage and the associated
medical clearances, I also had to travel with an engagement
ring hidden in my baggage to ensure my girlfriend wasn’t
going to find it.
After some initial reservations and issues regarding the
support available for people traveling with PN to Australia
(even to the extent of potentially not being able to fly) I
was most grateful to receive invaluable guidance and
support from PINNT with precise details of exactly what
was required and who to speak to in order to receive the
necessary support.
As I was planning to stay in three different locations I was
advised by PINNT to post out ancillaries from the UK to cut
down on the amount of supplies I needed to carry with me
for the period I was away. By making these arrangements
in advance it meant internal flights were much easier as all
my supplies were already at the various locations when I
arrived. So, after numerous emails between my healthcare
team here in the UK and their Australian counterparts
everything was arranged and all I had to worry about was
the proposal.
As we touched down in Sydney (our first stop for eight
nights) and I saw my bags arrive at the baggage carousel
I could finally relax, and my holiday was truly under way.
They say your holiday is supposed to start at the host
airport although I never truly relax until I have all my
medical items off the baggage carousel in one piece and
without any issues.
Sydney was truly an amazing city and personally my
favourite location of the whole trip (and not just because of
the fully developed healthcare facilities). We swam at Bondi
Beach and had drinks at Sydney Opera House. We also did
some touring outside of Sydney and attended a friend’s
wedding in The Hunter Valley around an hour north of
Sydney. This was a challenge with PN as we were staying
over a few nights but again with planning and preparation
these challenges were by no means insurmountable.
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Following a great week in Sydney we flew north to Cairns
and the Great Barrier Reef and the real nerves started
as the date for proposal was getting ever nearer. As we
arrived in Cairns the road to our hotel was closed due
to storms overnight- I currently feed 5 nights out of 7 so
if necessary could have had a night off whilst the road
was cleared although fortunately as the day went on the
weather improved and we were able to make our way to
our hotel in Port Douglas.
The following day the storms passed and we had arranged
to go scuba diving on The Great Barrier Reef - something
neither of us had done previously and definitely an activity
that should be towards the top of anyone’s bucket list!

After experiencing the Reef up close and personal I was
looking forward even more to the next day and the plans
I had been making for the past few months.
We woke early and made
our way to Cairns - my
partner had no idea what
activity was planned for
the day and even less idea
that I was planning to
propose. I had arranged for
a helicopter to fly us over
the Barrier Reef where we
would then land on a small
sand quay and I would get
down on one knee and ‘pop
the question’.
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The proposal went to plan perfectly and I returned to
solid ground an engaged (and extremely relieved) man.
After informing all our family of our news we enjoyed
another couple of days in Cairns before flying south to
Melbourne for the final chapter of our adventure.

I always find the thought of travelling much more daunting
than the actual reality and as long as you are well prepared
and follow guidance from PINNT/your nutritional care
team I tend to find everyone from the airline to hotels where
you are staying extremely helpful and accommodating.
The holiday itself was truly a once in a lifetime experience
that was only made possible by the support of PINNT and
the meticulous planning of the nutritional care teams in
both the UK and Australia.
Next challenge - the honeymoon and my fiancée wants to
go South Africa so the planning will start again imminently,
and I must say I wouldn’t want it any other way (at least I
won’t have to worry about hiding the ring this time!)
If anyone would like to discuss in more detail I am more
than happy to assist.

Tom

In Melbourne we spent a lot of time relaxing and meeting
my fiancée’s family (and now, by default my family) whilst
also experiencing the best sport, food and hospitality
Melbourne had to offer.
Overall, after booking the adventure six months in
advance and having initial reservations on the trip I am
delighted I plucked up the courage to undertake such an
adventure. It is unquestionably an experience I would
recommend anyone who was considering something
similar to absolutely do and make the most of every day.

Ed replies: Congratulations on your engagement Tom!
We were delighted to have helped with your special
trip; however, we also need to thank our counterparts in
Australia, PNDU, for their advice and support too. Anyone
considering a trip to Australia should ask their healthcare
team about ‘reciprocal healthcare arrangements.’
In respect of sending medical supplies in advance, we
only recommend this when you are staying with friends
or relatives. The main purpose for this is to ensure any
dedicated items that may not be available in another
country, are there and you have sufficient stock. This
usually applies to giving sets for feeding pumps, both
parenteral and enteral.

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

Fo l l o w u s o n Tw i t t e r @ P I N N Tc h a r i t y -

Tell your friends and follow us.
8 - Online Issue 2 - 2018
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Hello!
I had to fight my corner to get the
nutrition I desperately needed. I was
losing weight too fast, because of
severe pain and nausea after eating and
drinking. Doctors either believed it was
an eating disorder or just acid-reflux. It
took until I was medically unstable to
be admitted to a gastro ward for help.
I am currently undergoing tests to see
if my conditions are the cause of my
problems.
Hello, my name is Ellie and I’m
seventeen years old. Although I won’t
let my illnesses define who I am, they
still play a major part in my life. I am
very new to the parenteral and enteral
nutrition community, as I have only
had my naso gastric (NG) feeding tube
for just over one month.

My main conditions are Hypermobile
Ehlers-Danlos Syndrome, which is a
rare inherited condition that affects
all the connective tissue in your body
(including your digestive system.)
Also, I have severe M.E (Myalgic
Encephalomyelitis) which is a very
misunderstood neurological condition,
that leads to debilitating fatigue, painful
muscles/joints, gastric disturbances,
poor memory and much more.

Despite now being house-bound, I
study an access course with The Open
University from home, which will give
me more opportunities in the future to
be able to get back into education. At
home, I live with my parents and my
pets, a Labrador called Bramble and a
Netherland Dwarf rabbit called Willow.
I used to be very active and had various
hobbies such as shooting, horse-riding
and running. These now seem a distant
memory.
However, having an NG tube has
enabled me to start putting weight
back on and has supplied me with a bit
more energy. Before my recent decline
in health, I even managed to travel
to Stratford Butterfly Farm with my
fiancé.

I hope sharing my story will help
people who are in the process of
getting parenteral or enteral nutrition
feel less worried. I hope later in the year
I’ll be able to attend a PINNT support
group to meet other people in the same
position as me.

Ellie Percival-Mann

Le Tour de TransCare
Six staff members from B Braun set out on the ‘Tour de TransCare’
365-mile charity cycle. The route took them from their furthest
southerly patient in Plymouth to their furthest northerly patient in
Settle. They covered this in three and half days! In addition to those
on the road, staff members in the office were joining in on static bikes.
A full story will be featured in the next edition of Online.

www.pinnt.com
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Gary’s marathon success story – part two
Gary Taylor was featured in the last edition of Online, Issue 1, 2018; page 24. He told about his successful
entry into the impending London Marathon. Gary is fed via a PEG tube; he’s been able to return to
work and is now focussed on keeping fit. He is unable to eat and drink but doesn’t allow this to hold
him back; he sits and enjoys mealtimes with his family as it’s important to maintain some sort of
normality and chatting with his family replaces eating. He enjoys playing football and his love of
running led to part two of his marathon journey. Gary has raised funds for PINNT - thank you very
much. Part one can be found in the newsletter archive in the members’ area on the website.
My Marathon journey: A week
before the marathon I started to feel
slightly nervous. I think this was more
to do with the unknown; things like
getting my running pack and number,
getting hold of Tim’s number as Tim
had stepped in at the last minute as
my support runner.

Luckily enough I was staying in
London for work on the Tuesday
night and as the Expo opened on
Wednesday it meant I could go and
collect my running number. At this
stage I was feeling excited but also
nervous; there were a lot of other
runners collecting their marathon
packs. It was at this point it really
started to hit home that I was going
to be running the London Marathon
on Sunday. I needed to pinch myself
as I couldn’t really believe it was
happening. I think I was strolling
around the expo with the biggest
grin on my face, I didn’t really take in
the stalls, etc. I was just floating with
excitement.
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On Friday the whole family travelled
to London. This was hectic as I needed
to make sure I had all my running
back packs and equipment, my food
and medicine for the full weekend,
etc. as there would be no turning back
once in London. On Saturday I had
been hoping to just relax and take the
family shopping and sightseeing as
they have never been to the capital.
However, Nutricia had mentioned
there may be a bit of media interest,
but I couldn’t believe it when the
family and I were in Harrods and the
Mail on Sunday phoned wanting to
do an interview and take some photos
of Tim and me in our running gear.
I hadn’t met Tim at this point but as
soon as I did I found he was such a
nice guy and it was almost like we had
known each other for years.

After the photoshoot we changed and
went for something to eat; well, Tim
and my family ate! We chatted about
what we had overcome as a family
in the build up to the marathon, as
well as practicalities for the race,
the location of the bag swaps etc. I
explained how I had planned all this
on paper; if it all come together on
the day that would be another story.

We had a plan of attack for race
day. It was an early start at 7.15am
to catch the train to the start line. It
was all very straight forward as staff
at the train station guided everyone to
the correct platforms for the different
starting points. We needed to make
our way to the blue zone. Once we
got off the train the whole atmosphere
was overwhelming, just walking to the
start area everyone seemed so happy.
I couldn’t relax - I just wanted to get
to the start line and run; I felt like a
kid in a candy shop! Watching others
stretch, put sun cream on due to the
weather, even sun bathing, I can’t
put into words how I truly felt. I just
couldn’t keep taking it all in. The
time came to get into the right area
to start the race and the nerves just
disappeared. The start was upon us
and after months of training, I just
wanted to get going. My only concern
was whether the pump would keep
working and provide me with enough
fluid. It was extremely warm and
predicted to be the hottest London
Marathon on record.
Before we started, Tim set my pump
running and this was the beginning
of the race for me. Once past the start
line you could see the crowds and hear
them cheering everyone on - I didn’t
think about my running speed, I was
just taking in the atmosphere, giving
high fives to everyone in the crowd.
It was great not thinking about what
was ahead or the weight of the back
pack.
After the first ten miles I start to think
about the first pump exchange. My
wife was due to start the pump in the
spare backpack as soon as she saw
us coming towards Tower Bridge. I
disconnected my pump and started
taking it off my back. The swap went
well and I put on the new backpack
and connected the tube as I ran. Tim
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was great at providing water for me
to pour over my head as it was getting
hotter and I was really sweating. I
think it was coming out quicker than
my pump was putting the fluid into
me.
I was feeling really positive and our
pace was still on target to come in
under four hours. You can’t imagine
how the support from the crowd can
help carry you. I had my name on the
front of my tee shirt and the crowd,
just calling my name, lifted me to
carry on.
When I hit the WALL at twenty
miles my legs just didn’t want to
go any further but Tim helped me
to keep going even when I slowed
down and stopped a few times.
Tim’s encouragement and the crowd
shouting my name made me want to
carry on no matter how much pain I
was in and I was in pain!
Around twenty-one miles Tim and
I swapped backpacks which went
smoothly. I was administering energy
gels through a syringe via my giving
set into my stomach, but my legs
really didn’t want to go anymore and
I doubted if I was going to make it.
Tim kept pushing and encouraging
me as the final miles slowly went by.
I realised I wasn’t doing this just for
me, I was doing it for everyone in a
similar situation to me and that gave
me the determination to keep going.
Then, at around twenty-three miles, I
came across my wife and family and
just seeing them gave me a lift to keep
going no matter what.
The last mile was the hardest; my
legs really hurt, plus my ankle which I

had broken in January was throbbing.
That last mile just never seem to end
but as before Tim and the crowd
seemed to push me onto the finish
line. Seeing the finish line was so
rewarding knowing that everything I
had trained for had finally paid off.
There were so many emotions all at
once. I received my medal and my
tee shirt and I just couldn’t believe I
had completed the 26.2 miles. The
London Marathon!!

I collected my bag and met my family.
I was lost for words and couldn’t really
believe what I had just done. I went
to meet other supporters from my
running club (Sowerby Bridge Snails
RC) and pass on congratulations to
other runners as they passed - it was
such a fantastic feeling. Talking to
other runners about how hard it was
in the heat and how they felt, I got
such a buzz from the atmosphere.
The worse part was trying to walk as

my legs had completely seized up; I
found it easier to jog than walk.
For days after the marathon apart
from trying to walk, I was on a high,
telling others about it, reliving the
event and keeping the feeling of
excitement. It made me think that
I can do a marathon in under four
hours now, I didn’t quite make it in
London but for my first attempt, 4 hrs
15 mins wasn’t too bad.
I have entered the ballot for 2019!
I hope to get a place and continue
to raise money for PINNT. I have
entered the Great North Run for
later this year which is 13.1 miles and
the Yorkshire Marathon in October.
For both these I have applied to
the Guinness Book of Records to
be the first person to run 13.1 and
26.2 miles while being enterally fed.
Fingers crossed! I am also walking the
Yorkshire Three Peaks Challenge in
June / July.
I hope my doing the London marathon
has raised the profile of PINNT and
the charity supports people who are
artificially fed, as well as how Nutricia
Homeward has really supported me
above and beyond, really going the
extra mile.
I plan to carry on promoting PINNT
when I do future runs. My big aim
now is to complete the main six major
marathons - Boston, Chicago, New
York City, Berlin and Tokyo – London
already done ✓
I can’t thank everyone enough for
their support, I appreciate everything
everyone has done for me. Thank
you.

Gary

PINNT Birthday Cards
Many thanks to those who offered to join our ‘Birthday card team’ - we have a full complement of volunteers now.
From one of our members: “Thank you for my birthday card. I was having a stressful week having had my CHC
assessment at home for three hours on the Wednesday and a PIP assessment was due the following day which was my
birthday. I was really tired and nervous as I waited for the assessor to arrive; not the kind of birthday present you want!
The post arrived as I waited and I received my birthday card from PINNT. It made me feel that I wasn’t on my own
and there are people out there who care. It felt like an arm around my shoulder giving me reassurance; it was absolute
perfect timing! It encouraged me to stay calm during the two-hour PIP assessment. Please thank the person who kindly
took the time to send it to me. Oh, by the way, I was awarded my CHC funding and full PIP but it was hard work!”

Tania
www.pinnt.com
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PINNT poster accepted for ESPEN
(European Society for Clinical Nutrition Metabolism)
What is a poster? A poster presentation at a congress or conference with an academic or
professional focus, is the presentation of research information, usually peer-reviewed, which is
displayed in dedicated areas for attendees to read at intervals during the conference. Posters may be
grouped by topics or themes. The poster provides an overview of a process, aims and objectives and
outcomes on a given topic or research project.
Who usually submits a poster? At this conference there is usually a mix of attendees,
incorporating all relevant disciplines involved with clinical nutrition. Posters are submitted by
healthcare professionals with a wide range of experience and knowledge. It is a good way for many
new people to dip their toes into the world of presenting in professional forums.
Why did PINNT submit a poster and what was the subject? We submitted a poster because
we felt we had a good news message to share about a resource we have produced. It helps people in the community who
are infusing their essential nutrition, while being out and about in the big wide world. Often the focus is on hospitalbased malnutrition, care homes and care of the elderly but we wanted to highlight those who are at the other end of
the spectrum relying on home artificial nutrition (HAN). So, we decided to share our experience of producing the
‘medical tag.’ Our story also highlights how three companies, who each produces/supplies ambulatory feeding pumps
for parenteral nutrition, came together to support our project.
The submission process itself was stressful! Why? There is a strict submission process in terms of word count and
structure. It took many hours to reduce the submission to the maximum number of words while retaining relevant
information for the poster to be reviewed. When the website page finally found the draft poster ‘acceptable’, pressing
‘submit’ was a welcome relief. We held out little hope it would be successful as we had no research outcomes, no
statistics to share, no charts or graphs – just people and a passion for supporting those on HAN. When the email
arrived some weeks later saying ‘Congratulations – your poster has been accepted’ we were exuberant!
Work is now taking place to ensure our poster looks good on the day and that members of Team TAG will be present
during the two-hour presentation time to talk to delegates coming to see us and to answer any questions they may
have.
The session is during the meeting in Madrid in September. Our attendance is being independently funded and not at
PINNT’s expense.

Home Artificial Nutrition (HAN) week 2018
HAN week: 6th – 12th August 2018
All our activities will be given on the website
https://pinnt.com/News/HANS-Week-2018.aspx
There will be coverage on Facebook and Twitter.
Our focus this year will be the progression of our ‘Medical Tag’, having achieved our
objective to ensure the tag was available for ambulatory parenteral and enteral pumps by
awareness week 2018.
There will be stories and an awareness video; patient stories and support from other groups
and associations.
• Would you like to tell your story about life on home artificial nutrition?
• Since you started HAN, have you been able to achieve any personal goals you thought were out of reach once
you became ill?
• Are you a carer or parent who would like to share your experience of HAN?
If you’d like to take part but just don’t know where or how to start, contact us!
The link above will have all our activity for the week; there are also HAN logos you can download and add to your own
stories you may wish to share on social media. Please tag @PINNTcharity on Facebook and Twitter.
#HANweek2018 - #enteralnutrition - #parenteralnutrition - #verify - #verifyPINNTtag

12 - Online Issue 2 - 2018

www.pinnt.com

www.pinnt.com

13

14

15

16

✂

17

18

Butlin’s anyone?
“Butlin’s Live Music Weekends
provide you and your friends a great
getaway to relax, have fun and enjoy
good music and good times. Butlin’s
three seaside resorts; Bognor Regis,
Minehead and Skegness play host to
a range of 3-night weekenders that
cater for all musical tastes as well as
headline tours and sporting events.

Butlin’s offer 2018
PINNT member offer - enjoy
the best of Butlins and their
best web deals, plus an extra
£10 off !
“We believe a beautiful ocean, fresh
sea air and plenty of space to play
are the essential ingredients of a
brilliant family break. All three of
our resorts are right next to some of
Britain’s loveliest beaches, and each
hosts our famous fun-filled Skyline
Pavilions, surrounded by landscaped
gardens and family places to stay. And
whether it’s indoors, outdoors, day or
night, there will always be plenty for
you to say ‘yes you can’ to during your
stay because so much of the fun at
Butlins is ‘all part of the price’ – hip
hip hooray!”
Butlins states “We’re always looking
for ways to give modern families
everything they need to leave daily
stresses behind and we’re proud to
have worked in conjunction with
Mumsnet to develop our brand-new
Chalet village at our Minehead resort
in Somerset, which does just that. In

the 1930s, the iconic Butlin’s chalet
changed the way the nation holidayed
forever. So, to honour our past, the
famous Butlin’s chalet has made a
twenty-first century comeback to our
family seaside resorts. With the help of
Mumsnet, everything’s been designed
with modern families in mind; brandnew colourful chalets surrounded by
pretty lakes and landscaped gardens.
All just a hop, skip and jump away
from all of our family activities and
entertainment.”
Do you want to book?
If yes, the first thing you need to do is
email or ring PINNT to get the code
to quote as a member of PINNT
comms@pinnt.com
/
01202
481625 – once you have the code
keep it safe, you’ll need it to complete
your booking.
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To book online go to: https://www.
butlins.com/where-to-staydine-and-play/where-to-play/
privilege-holiday-club/index.
aspx follow the ‘Book Now’ link
and make sure you enter the code
from PINNT in the blue ‘find your
company or Q code’ field. Once typed
in you will see PINNT appear on the
right-hand side, this will ensure your
discount is applied to your booking.
Please do not enter anything in the
‘offer code’ box below. You can also
call one of the friendly advisors on
0330 102 5286 from 9am to 9pm
quoting the code from PINNT,
making sure to mention the Privilege
Holiday Club (PHC)!
Groups: Planning a get together?
They have some great offers for groups
of 20 or more. Get an extra 5%
discount on the group booking.
The offer is on the PINNT website
under ‘Offers’ once logged in as
a PINNT member.
✔ The code is only available
from PINNT.
✔ PINNT is not able to assist
with bookings, this must be
done directly with Butlin’s
via the information given
above.

Butlin’s Live Music
Weekend offers
Enjoy amazing Live Music
Weekends and their best web
deals, plus an extra £10 off !

So whether you enjoy anything from
Pop to Disco to smooth Soul or even
if you’re looking for a specialist
weekend featuring great headline
acts performing live, a Butlin’s Live
Music Weekend could be the perfect
getaway.”
Do you want to book?
If yes, the first thing you need to do is
email or ring PINNT to get the code
to quote as a member of PINNT
comms@pinnt.com
/
01202
481625 – once you have the code
keep it safe, you’ll need it to complete
your booking.
To book online go to: https://
www.bigweekends.com/theweekends/privilege-holidayclub.aspx follow the ‘Book My
Break’ link and make sure to enter
the code from PINNT in the blue
‘find your company or Q code’ field.
Once typed in you will see WIDER
PLAN appear on the right-hand
side. This will ensure your discount is
applied to your booking. Please do not
enter anything in the ‘offer code’ box
below. You can also call one of the
friendly advisors on 0330 102 5286
from 9am to 9pm, quoting the code
from PINNT, making sure to mention
the Privilege Holiday Club (PHC)!
✔ The code is only available from
PINNT
✔ PINNT is not able to assist with
bookings, this must be done
directly with Butlin’s via the
information given above.
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As with any holiday or planned travelling, it’s your responsibility to ensure you have made all necessary
arrangements for feeds and ancillaries. PINNT has not spoken to Butlin’s about any extra storage or
fridges you may need, this will be personal to you. Once you have studied the offers, looked at the
accommodation and decided to book, please discuss any special needs you have with them at the time
of booking.
PINNT strongly recommends you take out travel insurance at the time of booking to ensure you are
fully covered from the first point of making any payments.
If you require information in respect of your feeds and ancillaries contact your own healthcare
professionals, your homecare company and read the PINNT holiday information.

Travel Special
Talking Points 1 - Considering Travel …
A leaflet specially designed to facilitate
discussions between yourself and
your healthcare professionals prior to
considering or arranging a holiday.
Helps you to ask questions that you
may not initially think about.

Talking Points 2 - Travel Insurance …
Apart from deciding where to spend
your holiday, ensuring you take out
the right travel insurance is possibly
the second most difficult decision
you’ll need to make. Trying to
determine exactly what cover you’ll
need and what you need to declare
for medical screening is essential
to taking out the right policy.
Talking Points 2 has been written to
provide a thought provoking list of
consideration points to aid the process of obtaining travel
insurance.

Holiday Guidelines
Once you’ve read Talking Points
1 and 2 you can think about the
practical aspects to help you book
your holiday. A step-by-step guide,
written by patients and carers for
members to highlight the process
to try and address all aspects of
arranging a holiday with parenteral
or enteral nutrition.

Talking Points 4
As promised in the last issue of Online we are proud to announce
that Talking Points 4 is now available on our website along with
printed copies you can request. It has been produced in response
to the questions relating to the withdrawal of fridges for holidays
in the UK under the HPN Framework in England.
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It’s on the website in a number of
places but here is the main link:
www.pinnt.com/News/NewTalking-Points-Information.
aspx
If you would like a copy posted
to you please email: info@
pinnt.com write to: PINNT,
PO Box 3126, Christchurch,
Dorset BH23 2XS or telephone:
020 3004 6192 or 01202 481625.
Need to consider how to transport your PN around
England and where to store it while away? Read Talking
Points 4 for some advice. We want to support members
being able to travel within the UK; the withdrawal of
fridges still presents issues for members. Hopefully this
leaflet will raise discussion points for assisting with travel
in the UK.
Travel insurance this is covered in Talking Points 2
but please ensure you are appropriately insured when
travelling. Always purchase insurance wisely; remember
you have specific needs so don’t assume a policy someone
else purchased is right for you. Here are a few consideration
points:
Refer to Talking Points 2 for further information.
• Base your decision on the cover and not the cost.
• Declare everything – if you are unsure of the relevance
of a condition or treatment ask.
• Purchase travel insurance as soon as you book your
holiday.
• Know the terms and conditions between a single trip
policy and annual cover.
• Don’t try to add a condition after you’ve taken the
policy out which you then want to claim for an up and
coming holiday or episode of travel.
All our booklets mentioned above, along with other
useful information, can be found in the Members
Area on www.pinnt.com
If you do not have access to the internet you
can contact PINNT on 020 3004 6193 for further
information.

www.pinnt.com

Letters and comments to PINNT
Dear PINNT
Following on from ‘Mick’s can-do attitude’ article in Issue 1 2018, we just wanted to give you some quick feedback
as we have used our PINNT Restaurant card twice now and it has worked perfectly on both occasions, both for food
purposes and also surprisingly as verification for entry to a public place when we had tube feeding paraphernalia on
board.
On the first occasion, we were queuing at Madame Tussauds and the security guard
Wanted to search our bags and ‘frisk’ us – which is completely understandable. However, I could not wait to flash the
Restaurant card for the first time (despite the fact that we weren’t in an eatery) and he literally waved my husband
through without searching him.
Secondly, we visited a restaurant in London on the same day and my husband has to PEG feed using the contents of
his hot flask and syringes, etc. I showed the proprietor the card and they smiled sweetly and said it was absolutely fine
for him to feed without feeling obliged to buy anything etc.
This is a triumph and really saved us the hassle of having to explain.
Thank you PINNT so much for this card.

Linda & Mick Stockwell

Ed replies: Thanks for the feedback; good to know it was helpful. We hear so many positive comments and we are
pleased to know it helps people socialise and get out and about as they wish. Our ‘medical tag’ for feeding rucksacks is
available for enteral pumps too now; make sure you apply for one. See page 23 for full information.

Responses to previous ‘Dear PINNT’ features
Insuring feeding pumps when travelling: Insurance for your feeding pump(s) - when travelling abroad we
recommend you check with your homecare company. Ask them exactly where you stand, they are probably insured in
the UK but beyond that you must check.
Homecare representatives entering your home/property: Everyone connected to your homecare service will
be DBS checked and there will be in-depth training and governance associated with this role.
On-going contact with homecare company and pump representatives/product specialists: No one
should contact you unless it is directly related to your homecare service and within the terms of the contract for your
homecare. Anyone representing a product should not make direct contact with you nor keep your details on record
to contact you on an ad-hoc basis unless instructed to by your nutrition team/hospital or the homecare company. All
communication with the patient/guardian or carer must remain on a professional basis.
Validation for cold-chain cool boxed supplied by parenteral nutrition (PN) homecare companies: PINNT
is fully aware of the variation in the numbers of hours that PN cold-chain boxes are validated for. We are attempting
to collate this information and we will publish this as soon as we can. In addition to this, there are different sized boxes
supplied. Based on the volume of individuals PN bags the capacity will vary. Again, we aim to try and collate this
information for members.

‘Safety’ poster reminder
You can claim your FREE poster as a PINNT member.
Designed for all HPN/TPN adults who go into hospital, to address key questions about
your treatment and care plans. We have asked parents to review this so we can produce a
poster for children if there is a need and input from families.
Request your poster now. Telephone: 01202 481625 or email
thill@pinnt.com
We will need to give:
• Your name • Full postal address • Membership number (if you remember it).
The poster has been endorsed by:
• NNNG - National Nurses Nutrition Group
• NIVAS - National Infusion and Vascular Access Society
• ANTT - Aseptic Non Touch Technique
• PINNT
Further copies can be purchased directly from PINNT http://pinnt.com/News/Safety-poster.aspx

www.pinnt.com
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PINNT Prize Pot (PPP)
PPP draw – 31st March 2018 - (draw 1, 2018)

No 88 – Colin McCann – £75.00

No 61 – Barbara Marson – £45.00

No 74 – Michael Smith – £30.00
Registered charity : 1157655

PINNT: “Supporting people on home artificial nutririon”

PPP draw – 30th June 2018 - (draw 2, 2018)

No 60 – Jenny Eastham – £76.50

No 30 – Mary Duncombe – £45.90

No 03 – Graham Arnold – £30.70
Registered charity : 1157655

PINNT: “Supporting people on home artificial nutririon”

A quick and easy way to donate to PINNT – Just Text Giving, give it a try.
It really is simple – text the word TUBE25 and then an amount (don’t use a £ sign). You
have a few choices with the amount; it can be £1, £2, £3, £4, £5 or £10. You then send
it to 70070. So for example if you want to donate £2 to PINNT type the following into the
message - Tube25 2 - and then send it to 70070.
You will then get an automatic text message receipt. There will be instructions about applying
Gift Aid to your donation; everything helps. It’s that simple and easy so don’t forget PINNT
this year especially as we approach the end of our anniversary year. We still have lots of
exciting projects and we depend on your generosity to help us achieve our goals.
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To: 70070
TUBE25
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#verify – PINNT’s medical tag
Our ‘medical tag’ was designed to aid people when out and about; it’s not just for
airports – it’s for use in lots of public places to provide added verification that the pump
is medical equipment.
We are delighted that our medical tag is now available for all members who wish to
order one for their rucksack.
We have had useful feedback which will help us modify it and make it even
better! Both the tag and supporting information will be given an upgrade.
We hope to offer this in 2019.
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: comms@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 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.

VNT guidance (Virtual Nutrition Team)
Good news – the VNT guidance documents are now
available upon request in a printed format. The current
topics are:
• Dental care for people on enteral nutrition (EN)
• Microblading and tattoos
• Muscle cramps and home parenteral nutrition (HPN)
• Swimming with parenteral or enteral nutrition
• Prepping line for Taurolock™ and PosiFlush™
If you would like to receive a copy of a guidance
document or more than one, please email:
info@pinnt.com or telephone: 020 3004 6193. State
which one(s) you require, provide your full name and
address along with your membership number.

New VNT guidance - Response to PINNT members’ question on use of Biopatches and port protector caps
is ready to be added to the VNT section in the members’ area. It will be available as a download only at the moment.

Glossary of terms
CHC - Continuing Healthcare ww.nhs.uk/conditions/social-care-and-support/nhs-continuing-care
PIP - Personal Independence Payment www.gov.uk/pip
LITRE - Looking Into The Requirements for Equipment.

www.pinnt.com

Online Issue 2 - 2018 - 23

Group updates
Cambridge
What great dynamics and energy at the Cambridge Group
in April! The weather was warm and welcoming too, for
a change. Tracy and Sylvia with their band of ‘regulars’,
hosted quite a number of new faces this time providing an
opportunity to remind all about the current information
leaflets/booklets, Virtual Nutrition Team (VNT) guidance,
Restaurant Card and Medical Tag #verify.
At the previous get together we were treated to an
informal talk on oral hygiene by a local dentist. This time
we touched on travel as summer was fast approaching
and thoughts turning to breaks away. The group really
gelled as the more experienced people circulated to share
their thoughts on holidays and a number of other issues
with others.
Thanks to all for your support and contributions to the
raffle, raising funds for PINNT.

PINNT Meeting brings a Buzz to
Bristol
Sylvia and Sheila would like to thank all those who
came along to the Oxford Group in March. It was a
lively occasion with much swapping of ideas especially
regarding travel. We welcomed several new members on
the day and hope they’ll benefit from PINNT resources.

There was a great turnout for the PINNT April meeting at
the Batch Centre in Warmley, East Bristol. We welcomed
a good mix of people: those who feed parenterally
through central lines, and also those who feed enterally
through PEG tubes and jejunal tubes, along with partners,
parents, children, siblings and friends. Along with a great
mix of healthcare professionals keen to learn from all the
attendees.

Marak and Stephen engaged us all with their vivid portrayal
of life with a PEG. They shared their own perspective
as the recipient of nutritional therapy and the loved one
coping with the emotional turmoil of having to stand by
‘through thick and thin’ while staying strong, however
difficult. This is a stark reminder of what is probably a
common but under-recognised family situation.
Thanks to those who contributed to the raffle and to the
lively discussion on all aspects of life on artificial feeding.
Ed replies: Online welcomes your snippets of advice/
strategies that others have found useful in this situation.

Sylvia gave an overview of the support and resources
available through PINNT – and a few new people joined
up on the day which was great. Ed Martin from Oralieve
gave an entertaining talk on the importance of oral
hygiene, stressing the importance of keeping mouths (not
just teeth) in good health, even if we are not able to eat
at all. He reminded us about how complex mouths are
and how common a dry mouth is; the side effect of many
drugs being a dry mouth, interestingly people on three

Oxford
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medications have a 50% chance of having this problem.
Saliva contains thousands of bacteria, both good and bad
and aspiration of secretions can lead to pneumonia. The
benefits of gels, toothpastes and sprays were discussed and
simple tips were shared, like leaning your head forward when
you clean your teeth to avoid aspirating toothpaste; choosing
a non-frothing toothpaste may help too.

Two willing volunteers shared their helpful stories with the
group – one where her pump alarm caused a security panic
in a taxi (just illustrating how helpful the ‘medical tag’ will
be in embarrassing and stressful situation like this). Another
shared how beneficial she had found counselling in helping
her come to terms with her unexpected change in life,
ending up unable to eat or drink and reliant on tube feeding
following surgery. As ever, sharing between patients is one
of the most beneficial parts of the meeting - as one person
stated “It was lovely to meet a few people who ‘know’”.
The raffle raised £18 for PINNT – thank you to everyone
who joined in, and a big thank you to Nutricia and Calea who
donated prizes and Nutricia for funding the refreshments.
Also, to Nutricia, Calea, Lloyds and B Braun for sending
nurses along to support the meeting, and HMS Tube feeding
Dietitians.
Samples from comments of people who attended:
“Very helpful information. Lovely meeting people in similar
conditions and also oral hygiene talk was very informative”
“Helpful hearing about a lady’s views on holiday and
travel”
“Very interesting afternoon – nice to meet others on
parenteral nutrition”
“The oral hygiene talk was very informative and interesting. I
also appreciated hearing from patients and their experiences
of artificial feeding. It’s important to highlight the useful
resources such as counselling”
“Dental talk very useful.
Dry mouth very useful
information”
“A really interesting talk on oral hygiene, with some products
to try – a bonus”
“Great group, a good mix of relatives, friends, patients and
Health Care Professionals. I can provide information to
Home Enteral Feeding patients in Wiltshire! Thanks for
holding the meeting”
“Very good meeting. I found it very useful to find out more
about PINNT and what is available to members – this will
enable me to talk about it more with patients. I really enjoyed
being in this meeting – thank you very much”

www.pinnt.com

Thoughts from John in Bristol
These thoughts come from John, a gentleman in his 80’s,
who started tube feeding in Summer 2017. Now six months
on, he’s writing in the hope that others will be able see that
the difficulties he faced at the outset, although almost too
much to bear then, have been overcome to some extent by
his positive attitude and determination to offset the negative
aspects, finding a way round them. John felt that he really
struggled during the transition period but has now adapted
to the best of his ability. He has volunteered to share some
of his feelings of the experience.
Here are his take home messages so far:
• “How do you cope? – it’s all in the mind – I had to
decide I was going to cope – after all it’s better than the
alternative – it’s positive thinking”
• I worry more about the impact on my wife, and I see
how it affects her – she organises everything ready for
my bolus feeds and cleans up. She didn’t like to eat in
front of me, because I can no longer eat – she used to sit
in a different room at first – but now I am used to it and
I sit with her – “it’s only the way food gets into me that
has changed - the top half ”. I encourage my wife to go
out with family and friends for meals occasionally. Also
we go to a coffee shop – she has a coffee and I read the
paper.
• There is food everywhere – cooking programmes on the
telly, pictures in magazines – you can’t avoid seeing it so
you have to get used to it. Focus on what you can still
do.
• Tube feeding has had a huge impact on my life – we
used to caravan regularly, go to cafes, see friends, meals
out etc – but now I have to use a nebuliser four times a
day and bolus feed 4 times a day and I find my life very
regimented and restricted – however I have gradually
learned to be flexible where I can, and organise my
timetable so I know when I can go out and take advantage
of free periods of time. I started off with a trip to the
chemist during my two hour window in the afternoon.
Then a short walk to GP surgery.
• I have gradually increased this, realising I can push
my ‘tea time’ bolus back a bit, to spend longer out and
about in the afternoon like a trip to the cinema. I have
increased my confidence to occasionally feed outside
home – we even managed a turkey and tinsel holiday
before Christmas, only an hour away from home – but
it made the world of difference to our confidence and
feeling that we can cope. We have sold our caravan
though.
• On the positive side I’ve become more positive as I’ve
seen my weight and energy levels increase with the tube
feeding.
Ed replies: Thank you John, this is a very positive example
of determination to get on with life coupled with a sensitivity
towards the needs of self and other family members who are
all affected by health changes. John came along to the Bristol
Group in April 2018 where he was able to meet others to talk
over some of their experiences and concerns; the benefits
were felt by both himself and those he spoke to.
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Update from Chester
A most successful meeting was held in February at the Hoole
Community Centre, Chester. I was thrilled to see so many
new people attending; those needing artificial nutrition,
family members and healthcare professionals.
We had a lively meeting with lots of time to chat, share
experiences and help each other as well as having support in
different ways from Calea, Lloyds Pharmacy, CME Medical,
Abbott, Nutricia, local nutrition nurses and community
dietitians.

We were treated to an interesting talk describing the links
between the various nutrition related services within a
hospital and community showing how all work closely to
ensure the best support to patients.

We then heard about the benefits of PINNT membership,
several present going on to request our literature, the
Medical Tag and Restaurant Card; the latter instigating
lively comments on experiences when going out for a meal.
The raffle later raised welcome funds for PINNT.
Again, lovely to see everyone and we hope to welcome you
again to our next get together meeting. See ‘Local PINNT
updates’ for further updates.
Finally, a word from a new member on her first encounter
with real-life PINNT, having travelled from Ramsbottom to
Chester, some 60 miles as the crow flies. The only means of
transport she didn’t use to get here was a bicycle; thank you
Dorothy, “The journey was an adventure; the destination,
a welcoming group of people who took away the feeling of
being alone“.

Liz Taylor

New resource
Receiving suggestions and ideas from members about further resources that would help them with day to day living is
always exciting. A couple of members have asked us to investigate a new idea in relation to essential medical hydration
fluids; watch this space. Not only will we look to try and produce something but we’ll be ensuring those who suggested
them are part of the team who hopefully build the concept, design them and bring them to fruition.

Do you use a PINNT stand (small drip stand)?
There is a lot of history behind the
small drip stand that some people
use. It was developed by LITRE, a
PINNT committee, when there were
no portable pumps and we had to
depend on hospital equipment to use
in the home. The tall hospital stands
were cumbersome and heavy; also a
safety risk when being taken up and
down stairs. LITRE worked with
patients, healthcare professionals and
industry to produce the stand. There
was one for parenteral nutrition with
two front rubber feet and two back
wheels, and one for enteral feeding;
with four rubber feet. Over time,
the goodwill PINNT had with the
company who manufactured it was lost
due to a change company ownership.
We were cut out the deal! We were very
naïve in those days; we just wanted to
help produce something for patients
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at home. It was originally the LITRE
stand and somehow it became known
as the PINNT stand. Ironic as we
had no further input into its design or
manufacturing.
Today’s position is that manufacture
has been discontinued and we are
looking at the possibility of working
with the homecare companies with a
view to a fresh design. Hopefully we
can make all the improvements we
know are necessary. Sadly, everything
takes longer than we would like! We
would love to hear from those who use
it; what would you like improved or
changed? We know we need to address
the hanging system but what else?
Finally, do you have an interest in
design or product development? If you
do let us know and perhaps you could
help with this project.

Contact us on: comms@pinnt.com
or Tel: 020 3004 6193

www.pinnt.com

Donations
£20.00 - Hugh Scrutton, C Porrett and Richard Taylor
£25.00 - S Konowalik, V H Noah and R Milne
£30.00 - Wendy Lait and Nicola McLellan
£50.00 - Jenny McKinlay, A M Jones, James Ramsay
and Thelma Milne
£100.00 - Stephan Eichholz, A Bremnew, A Stephen,
Jane Kirk and Moira Kallis
£112.50 - John Dunning
£116.55 - In loving memory of Eileen Heslop
£160.00 - Mrs L Whitehead and family, in lieu of
Christmas cards
£197.75 - 7-day oral nutrition supplement challenge
£250.00 - Sheila Farmer
£280.00 - Claire Gill, dietitians at Basingstoke Hospital
bake sale
£356.26 (to date) - Forever 29, 15k Rough Runner
event
£415.82 - Lloyds Pharmacy Clinical Homecare, fund
raising events
£500.00 - Alana Molyneux, in lieu of wedding favours

£565.15 - Danone, Christmas raffles
£1,000 - Anthony Collins, Christmas donation
£860.00 + £980.00 (£1,840) - Two Vygon UK study
days
£1,950.78 (to date) - Gary Taylor, London Marathon

£2,038.13 (to date) B Braun, Le Tour de TransCare
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 directly
into the bank. We are sincerely
grateful for each and every donation
we receive.

To everyone who attends regional or local events
and buys raffle tickets - ‘Thank you’ - we really
appreciate your support.
Special ‘thank you’ to Abigail Duncombe-Davis for the
donation of both her talent and her artistic creations.
She has kindly provided Drippy Bear with a makeover.
He’s looking very modern now and we’re delighted with
the new images. It seems appropriate for us to be sharing
the ‘thank you Bear’ here to acknowledge this marvellous
donation to PINNT. It shows that monetary donations
are not all we need; we need people’s
time, talents and commitment to keep
PINNT going. If you have something
to offer, don’t be shy, please contact
us.
Abigail – thank you from us all at
PINNT.

Bristol 10K challenge
When I turned forty I fancied a challenge. My friend Elaine suggested we take up running. I
have never been a runner, but in November 2016 we started following the phone app ‘couch
to 10K’. At first, we struggled to even manage three minutes running, three minutes walking!
However, on 7th May 2017 we both successfully ran the Bristol 10K!!
I decided that if I was going to do the run, I would make it count and would ask for sponsorship
in aid of PINNT. PINNT is a charity very close to my heart, being a Dietitian, PINNT
ambassador, and the team manager for the Bristol Home Tube Feeding Service (HMS)!
I am proud to say that the total raised was £285 (with gift aid this was £355) so a great big
thank you to all my sponsors.
Ed replies: Thank you! We owe you a huge apology for not printing your story months
ago! Well done, 10K is amazing, what an achievement, we’re honoured to benefit from your
special event.

www.pinnt.com
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Local PINNT activities

PINNT get-togethers 2018

PINNT Ambassadors

Please notify us if you are planning to attend any

Please contact us for information,
support or just a chat

of the groups, thank you.
Please send your Groups dates for publication to:
scottee@pinnt.com

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

Leicester:

Sylvia Cottee. Tel - 01223 880616 - Email: scottee@pinnt.com

22nd September 2018, 10.30am – 12.30pm.

Chester:

Thorpe Astley Community Centre, Lakin Drive,

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

Leicester LE3 3RU

South Wales:

South West:
11th December 2018, 2.00 - 4.00pm,
The Passage House Hotel, Hackney Lane, Kingsteignton
TQ12 3QH

Paul Phillips. Tel - 07802 429872 - Email: pphillips@pinnt.com

Norwich:
Jackie Riseborough. Tel - 01263 710774
Email: jriseborough@pinnt.com

London:
East Yorkshire and Humberside (HPN) only:

Bethia Manson. - Email: bmanson@pinnt.com

23rd October 2018

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

Leicester:
Phil Roberts. Tel - 0116 2227 161

WEBSITE ADDRESS
Dont’t forget to log on to:

www.pinnt.com

where you can access all kinds of PINNT information,
some of which is available to download. Our new
website is full of new and exciting items pay a visit and provide us with your feedback.

Email: philip.roberts@lnds.nhs.uk

Bristol:
Julie Barker. Tel - 0117 342 7515
Email: julie.barker@uhbristol.nhs.uk

East Yorkshire and Humberside (HPN Only):
Philippa Macelhinney. Tel - 07827 937025
Email: philippa.macelhinney@hey.nhs.uk

www.pinnt.com

