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Editorial

It’s the final copy of Online for

2019. Apart from all the features,
there two very important items
I wish to draw your attention
to. (1) Membership renewal
– we hope you wish to remain a
PINNT member, please complete
the relevant form on page 11, or
indicate that you wish to opt
out. (2) Our Prize Pot Draw
– if you have supported this during 2019 then we hope you
will continue to do so during 2020. If you haven’t joined yet
– please do, see page 13 for full information. Both forms can
be returned to the same address.
Special thanks to everyone who has supported our activities
during 2019; the meetings, the newsletter, pleas for help in
respect of surveys and other projects.We still have one plea
for new committee members to keep PINNT going, find out
more by reading on.
I personally want to thank all our PINNT volunteers for
another year of amazing commitment and support. Also to
Julie our national secretary who is learning fast about the
work we do. She is able to connect with many of you now
which is making the world of PINNT a happier place.
Wishing you well and good health until we are next in touch
with the first copy of Online in 2020. If you have a feature or
article to submit then we look forward to receiving it.
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Gutless End to End.
Walking from Land’s End to John O’Groats

In August this year, Alice, my partner, suggested we could walk
the 1000+ miles from Land’s End to John O’Groats, and that she
had worked out how it could be done on TPN (Total Parenteral
Nutrition). I haven’t been able to find a good enough reason not to
do it, so we’re planning to start walking on April 28th, 2020. The
date is significant: it is the four-year anniversary of Alice’s breast
cancer diagnosis – two weeks after which she was diagnosed with
cancer in her other breast – Alice doesn’t do things by halves.
She now has reduced lung capacity due to the double whammy
of having radiotherapy on both sides, and the subsequent loss of
her hill walking ability.
We shall be raising funds for Penny Brohn, the cancer support
charity, and for PINNT. I have short bowel syndrome and a daily
TPN requirement of 4.5 litres.
Our research suggests that the whole walk will take us about three
months if we walk for up to six hours a day. This means we will
make slow progress, but we will also have the time and flexibility
to make interesting detours on the way and wait for my weekly
TPN deliveries.
The planning is more difficult than the actual walking. There
isn’t an established route from Cornwall to North East Scotland
although there are loads of footpaths. So, we’ve started studying
ordnance survey and Google Maps to plot a rough route, avoiding
tarmac as much as possible.
For accommodation we have our campervan. This has a small
living area, and a large ‘garage’ for all my TPN equipment. We’ve
had an 85-litre domestic fridge and extra batteries installed, which
will be solely for TPN. This fridge is large enough to take one
week’s worth of compounded feed. When the van is on the move,
or plugged in to an electric hook-up, the fridge will be getting
charged. If we’re not driving the van and not plugged in, then the
batteries are able to keep the fridge going for about 15 hours.
Lloyds need four days’ notice for my weekly TPN deliveries. As we
slowly plod our way across the country it will be tricky to work out
our delivery location in advance because we don’t know how far
we will get each day or exactly where we shall be staying. We’ve
had a test run for three weeks in Wales, with different delivery
locations each week and it all worked fine. Ideally there will be
a phone signal in case the delivery driver has trouble finding us.
And, in case of emergencies, I’ll have a few multi-chamber bags
of off-the-shelf feed in the van.

We shall be staying in the van at campsites, pubs, B&Bs, friends
or anywhere that allows us to plug in the van’s electrical system.
We’ll stay for two nights at each campsite.
Here’s how it works:
1)	Drive the van to a suitable campsite that is close as possible
to the end of the next day’s walk. Sleep.
2)	In the morning, take transport (bus, taxi, train, friends etc.)
to the start of the day’s walk. Volunteers needed – can
you help us with transport or let us park up in your drive and
plug in?
3)	Walk to the van. Sleep.
4) Next morning, get up and walk all day.
5)	Take transport (bus, taxi, train, friends etc.) back to the van.
6) Go back to 1.
So, a lot of time will be spent getting to the start of the day’s
walk, getting back to the van or driving to the next campsite. And
sleeping.
Dealing with my TPN is more complicated than working out the
route. Ordinarily, when at home and not doing much, I infuse
4.5 litres a day. With walking and exerting every day, I shall
need more nutrition and hydration. As on previous trips, (e.g.
kayaking across the country, check out www.gutlesskayaking.
co.uk) I’m working with my hospital, St Mark’s, to figure out
my requirements for this walk. It will probably mean having two
TPN bags per day – one mainly for nutrition while I’m walking,
and the other for top up hydration while I’m sleeping. This type
of configuration has worked well for me in the past, although it
does mean being connected all day and night for three months.
So, that’s where we are now with this project. We have plenty
to get on with over the next few months: figuring out our route;
upgrading the van’s electrical system; checking over our hiking
equipment; finding potential campsites; identifying the best pubs;
adjusting my TPN; setting up a social media presence; training
and getting fit etc.
We will write an update on
our progress for the March
issue of Online, when we
should know our route and
have our social media sorted
out and, of course, how to
get in touch if you’d like to
help us along the way. In the
meantime if you’d like to
contact us, you can email us
at
GutlessEndToEnd@
gmail.com
We are funding this trip
ourselves so all funds raised
will go directly to our chosen charities. So, any support will be
welcome – taxis can be expensive!

Alice and Justin

Ed says: We wish you and Alice all the very best of luck for
the planning of your trip and its execution. We very much look
forward to your updates. Thank you for selecting PINNT to
benefit from your amazing adventure.
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Sweet Dreams Are
Made of This
I was delighted to show my support for PINNT’s awareness
week this year by sharing my story with you all. Hopefully
in some small way it brought wider awareness of the
unique feeding we all have, which keeps us alive.
My initial contact with PINNT was to discuss travelling, I
had a family holiday booked for September 2019. The first
trip abroad with parenteral nutrition (PN); a 14-day cruise
on P&O Britannia. My wife Brenda, our granddaughter
Maria and her boyfriend counted down the days until we
sailed off from Southampton. There were a lot of presailing arrangements to be made but once we arrived and
realised that everything had fallen into place I could relax
and look forward to our cruise.
All my fluids and supplies had been delivered and safely
stored on the ship. Each evening I needed my PN and it
was brought to me by an officer. Nothing was too much
trouble for them, they understood I had this specialised
medical fluid and that my ability to eat was different. One
evening I really fancied a piece of cheesecake, it was not
available in the restaurant we were in, they checked all the

others and found a piece which was brought to me with
such good spirit and humour.
We were blessed with good weather throughout the cruise;
the ship, entertainment and all the facilities were beyond
expectation. We had everything we needed and more!
There are so many special memories to treasure, touring
Barcelona in a tuk-tuk with Elvis playing in the background
was just amazing. The driver knew I was an Elvis fan so
made sure our sightseeing was extra special. Cartagena
was my favourite place; it’s in the Murcia region of southeast Spain, beautiful.
When I started on my PN journey I never would have
dreamt that this would have been possible – well it was!
Not only was it possible but it’s inspired my wife and I to
go again next September. This time we will be going with
other family members. Not only did I enjoy the cruise, but
I enjoyed quality family time.
My advice to anyone who may be considering a cruise is
get out and do it, it can be done! All the pre travel worrying
was worth it. This is very true “If you can dream it, you
can achieve it” – Zig Ziglar.
We will still be enjoying short breaks between now and
our next cruise, while we can travel, we will, there are so
many lovely places to visit in the UK too.
John

PINNT Closed Facebook Group
We are really pleased to see more of you joining our Facebook Group. It is proving a great way
for members to ask questions where they are unsure of something. There nearly always seems to be
somebody else who has had a similar problem and who can share how they solved it. This is exactly
how we hoped the group would progress. If you have not joined us already, please do give it a try; it is
a really friendly group unlike some where people are criticised for what they post. Admin take matters
like this seriously and will remove inappropriate posts. This group is for PINNT members and their
families only; we do not allow any healthcare professionals to join as some members have said that they
would be worried sharing if they thought their homecare company could read it.
There are only a few rules which we ask new members to abide by. Mainly we ask that everyone be considerate to each
other when replying to posts; no sharing posts outside of the group and strictly no offering of supplies you no longer
need or have surplus of.
When asking to join please answer the questions otherwise your request will be deleted or refused. This is to ensure you
are a current PINNT member. If your Facebook name is not the name you joined PINNT with, please inform us when
requesting to join. We look forward to more members joining us and expanding the group. It is very friendly; you often
find members just chatting about everyday matters with people who understand how they feel.
One request – please keep posts short and relevant; it’s not an advertising forum, if you have a ‘story’ to share, please
send it into PINNT for inclusion in a future edition of Online.
While we feel our page is a safe and happy place to be, we have recently updated our policy and do not allow journalists
or legal representatives onto the page. This is your safe place and part of our strict acceptance criteria.
If you would like to know more about joining please email secretary@pinnt.com or search for the page on facebook.
com/groups/pinntclosedmembers/

Birthday Fairies
Our band of dedicated people lovingly send out
birthday cards to full members who provide their date
of birth and consent to post to them. It’s lovely to see
the ‘thank you’ messages posted on the closed PINNT
page. Our volunteers really appreciate your posts.
Knowing it’s made a difference on your special day is
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so rewarding. Sadly, we occasionally hear some people
haven’t received their card; once it has been posted it is
out of our hands. Also, please double check you have
given PINNT consent to receive items by post and that
we have your correct address. You can check by emailing
secretary@pinnt.com

Delighted to be Invited
The dynamic duo approached the front of the room and
braced themselves for their talk. Carolyn started with some
general information about PINNT, which led nicely into
Gary’s section. The plan was for Gary to share his story
in a way that demonstrated that each person on artificial
nutrition can take an active part in their own destiny. He
was not there to say, ‘look at me’, it was an inspirational
tale of how, despite illness he was able to return to running
with his enteral feeding backpack, and indeed he was able
to run the London Marathon and other runs and climbs.

As you can see from the front cover, our presence at the
Parenteral and Enteral Nutrition specialist group (PENG)
study day: Current Practice and Developments in Home
Enteral Nutrition, was a great opportunity to engage with
dietitians keen to learn more about PINNT. Gary Taylor,
PINNT executive committee (EC) member was happy
to chat with people who came along to visit our stand.
They knew from the programme that Gary and Carolyn
Wheatley would be presenting later in the day. It was
the first outing for the duo; each had given presentations
previously but not as a double act. They had prepared via
email with a quick run through the night before, it was
to be a novel experience for them. Carolyn has prepared
many new PINNT EC members for the path to giving
presentations; too many people think they can’t do it; it’s
just a case of nurturing people to see their own potential.
Thankfully the PINNT exhibition stand was at the back
of the room, so, as their slot approached, both Carolyn
and Gary went through their notes and slides several times
before they were called to present. PINNT is privileged
to be allowed access into a forum where healthcare
professionals gather to learn from each other, debate and
discuss current policies, guidelines and information while
also having lively interactions.

Carolyn finished the talk but knew she was the support
act. A receptive audience appreciated Gary’s honesty and
openness about the highs and lows of his personal story.
Gary was keen to share that he wants to help others achieve
their own goals; he certainly isn’t expecting everyone to
run a marathon, Carolyn was delighted to hear that! Our
stand was super busy after the talk, Gary had even inspired
some of the dietitians to dust off their running shoes and
get back to running.
PINNT believes collaboration with specialist groups can
only enhance patient care; if they know what it’s like for
the patients and carers then they can work with us to make
a difference. It was an excellent meeting and one we hope
to attend in the future.

Ooops I just can’t wait!
Before you go out do you find yourself worrying about where
the nearest loo will be… and feel that you can’t relax and enjoy
yourself without knowing? Many HAN users feel concerned about
this – so, be assured you are not alone. Although PINNT does not
yet have its own card we can recommend one that is free when
ordered from the Bowel and Bladder Community website. The
card gives discreet but clear information informing others that
you are unable to wait to use the toilet facilities. You can obtain
one online by simply filling in a few details. Please read all the
information about the card carefully when applying online. Visit:
www.bladderandbowel.org/help-information/justcan’t-wait-card/
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Tube Feeding – the different types
In response to members asking about the difference between enteral and parenteral feeding devices,
we are pleased to start with enteral feeding tubes. We acknowledge that those with an enteral feeding
tube will be expert in their own care and choices; for those who wish to know more please read on.
As we know, the introduction of
any form of artificial tube feeding is
started when, for a variety of reasons,
the person is unable to take food by
mouth.
So, what do we do in those
circumstances? Well, we find a
different way of getting those nutrients
in – a feeding tube. There are many
different types – however they all do
the same thing – they keep the person
nourished and hydrated. The liquid
feed contains all the carbohydrates,
minerals, fibre, vitamins and protein
that the person would get from eating
orally.
Below is a brief description of the
most common types.
Naso gastric tube (NG):

In hospital, the most commonly used
tube is the fine bore naso-gastric
feeding tube. This is a thin tube
made of polyurethane that goes into
the nose, to the back of the throat,
then down the oesophagus (or gullet)
and sits in the stomach. Liquid food
is either put in via a pump, or, if
the person prefers, it can be put in
via a syringe or bolus. This means
they can feed when they choose to.
It is generally used as a short-term
solution whilst people are recovering
from illness or waiting for a different
sort of feeding tube. However, a lot of
children and some adults are happy
to have this tube in the community
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and manage well. The tube can be
placed at the bedside by a practitioner
who has undergone extra training.
Usually it is done without any need
for sedation.
Nasojejunal tube (NJ): There are
some people who cannot absorb food
from the stomach and therefore the
stomach is bypassed. This tube goes
from the nose, down the oesophagus,
through the stomach and into the
small bowel or jejunum. Sometimes
this is performed after surgery on the
stomach as a short-term measure.
It is generally inserted either during
endoscopy or in the X ray department.
It can be placed by a suitably trained
practitioner. People who have the
condition gastroparesis, often have
this method of feeding.
Jejunostomy tube: This is a tube
that goes into the jejunum (small
bowel). It is usually put in surgically
through the skin of the abdomen
and the person is asleep although
sometimes it can be inserted during
an endoscopy. The tube comes out
from a small opening (or stoma) on the
outside of the abdomen. The food is
delivered, like all the other tubes, via a
feeding pump or syringe. Sometimes
the person only needs these tubes
whilst recovering from surgery but
there are others who cannot digest
food in the stomach and need these
tubes long term. They tend to be finer
than other tubes that go through the
skin into the abdomen.
Gastrostomy tubes: There are a
few different types of these tubes. The
term refers to tubes that go through
the skin straight into the stomach.
You often hear them referred to as
‘PEG’ tubes. However, this is not
strictly accurate. PEG is the method
in which the tube is placed. It is
short for Percutaneous Endoscopic
Gastrostomy. As the title suggests it is
done under sedation in the endoscopy
unit. However, there are other ways
of putting gastrostomy tubes: for
example, a RIG. RIG is short for
‘Radiologically Inserted Gastrostomy
Tube’. It is placed in via X-ray

by a specially trained radiologist,
again, under sedation. Some people
may even have a gastrostomy tube
placed surgically. This is normally
done for people who are not able to
tolerate sedation and need a general
anaesthetic or perhaps anatomically it
may be too difficult for them to have
the tube placed either radiologically
or endoscopically.

There are occasions where people
may change from one type of tube
feeding to another. This will be a
clinical decision.
I recognise that being tube fed is
a challenging and life-changing
experience for those who have it,
adults and children alike. People rely
on their health-care providers to give
them the most accurate and up-todate information, support and care.

Liz Anderson
Lead Nurse for Nutrition Bucks
Healthcare NHS Trust

World HAN Day
The 15th of October 2019 marked ‘World HAN Day’. We are a founding member of the International
Alliance of Patient Organisations, PACIFHAN. The theme for 2019 was ‘HANs around the world’, this
depicted the uniqueness of the association. While we are united due to our commitments and treatments,
we realise that we’re miles apart, literally. Member countries include Australia and New Zealand, Czech
Republic, Denmark, France, Italy, Poland, Sweden, the United Kingdom (UK) and the USA.
‘The more we share, the more we have’, Leonard
Nimoy, was the quote used this year. We have learnt about
the variation in access to home artificial nutrition for those
who need it around the world. There are many un-met
needs in relation to diagnosis, treatment, homecare and
equipment. Funding and reimbursement are obstacles for
many. While we can always find fault with the services
in the UK, when we listen to people who must mix their
own parenteral nutrition or don’t have access to a portable
feeding pump, we reflect with gratitude on what we have.
We are delighted to share introductions from
PACIFHAN directors from around the world:
Hi, my name is
Chris and I live
in Australia. I am
the President of
PNDU (Parenteral
N u t r i t i o n
down
Under)
representing
Australia
and
New
Zealand
on the board of
PACIFHAN.
For the past 20 years, I have been a primary carer for
three family members living with Intestinal Failure
(IF) requiring Parenteral Nutrition (PN). Our family
carries an X-Linked genetic defect causing Intestinal
Failure, carried by the females and usually fatal in males.
Thankfully with the advances in home artificial nutrition,
two of my grandchildren Jordan and Logan, aged 10 and
7 years respectively, can survive on home PN. There are
complications and restrictions of course, but as a family
we always encourage the boys to engage in social activities
and lead as normal a life as possible.
PNDU is a not-for-profit organisation which supports,
researches and informs consumers, carers and providers of
HPN for IF in Australia and New Zealand. Membership
is open to adults and children on HPN and their carers;
associate membership extends to clinicians, industry
partners and anyone with an interest in HPN. PNDU is a
founding member of PACIFHAN and believes that we can
learn from other HAN organisations around the world; in
doing so we can work together to improve the quality of
life and standards of care for all HAN consumers. Working

collaboratively, we can help and support HAN consumers
to travel internationally and connect with others living
with HAN.
Chris Walker, PNDU, Australia and New
Zealand
My name is Monika, I am from
the Czech Republic and I am the
vice president of Život bez streva,
the Czech national organisation
for patients on home parenteral
nutrition (HPN). I have also
been representing my country
in PACIFHAN from the day it
was formed.
Eight years ago, following a
sudden abdominal catastrophe, my very active and very
healthy life turned upside down and I became dependent
on parenteral nutrition (PN). For the first two years of my
treatment there were no portable pumps available in my
country and I was infusing up to 16 hours every day. This
meant I was condemned to virtual life imprisonment in
my own home tied to a static pump on a stand.
Our patient organisation Život bez streva
(English - Life
ˇ
without Intestine) together with the HPN doctors worked
very hard on making portable pumps available to all who
would benefit from it. We succeeded and since then the
quality of life of Czech HPN patients, adults as well as
children, has improved immensely. Although I still need
long hours of infusion, I can now leave my home whenever
I need to even if I’m connected to my feed.
Raising worldwide awareness of home artificial nutrition
and improving the quality of life of those who need it
is the very reason why our Czech national organisation
joined PACIFHAN.
Monika Malícková, Život bez streva, Czech
ˇ
ˇ
Republic
My name is Laetitia, now 32 years
old. I was born with multiple
malformations (bones, digestive
system, neurological and so on).
The result is multiple disabilities,
I have many education sessions
such as physiotherapy, speech
therapy, psychomotor skills and
medical care.
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Due to many surgical interventions, I require a wheelchair
even though I can walk a little bit and especially do the
transfers, from bed to wheelchair, for example. I have
beautiful purple splints with purple flowers and seahorses
and big hiking shoes. My chair has been adjusted so
that I can ride with it in a pedal mode. I’m the queen of
‘running’ in the hallways.
My major digestive disease is a short bowel syndrome
(SBS) which means I need home artificial nutrition. I have
enteral nutrition. I cannot eat or drink nor can I speak. I
cannot use my mouth. I’m never thirsty or hungry. But
with this artificial nutrition, that has no aseptic rules, I
can be plugged to my pump everywhere and go out as I
want and visit anything I want. My SBS is just on the edge
of not needing parenteral nutrition. So, my lab values
such as digestive absorption and blood composition are
closely controlled. I know my feeding systems very well
and let the nurses or others know when my care is not
done correctly.
I’ve a wonderful family who make me live as other
‘normal’ people. I’ve visited many museums, exhibitions,
monuments, castles and French regions. I’ve had many
experiences like horseback riding, sidecars, paragliding,
boating, summer sledding, hiking in the mountains… I’ve
got kind of a temper: that’s what keeps me alive, with the
help of my family. But I really like to laugh, make jokes,
see lots of different people and things. I love life! I wish
such a good life to all other children and adults on HAN,
and it’s the role of PACIFHAN to help them all around
the world. I believe in that!
Laetitia, France
Luisa is a 17-year-old girl
and comes from Italy. She
has been a home artificial
nutrition (HAN) patient
since she was born. At the
age of seven days, after
a rectal haemorrhage,
we discovered she had
an intestinal volvulus.
She usually has 14 hours
of parenteral nutrition
and 12 hours of enteral
nutrition, but she also eats
normally, nevertheless
she is a happy and strong
teenager.
HAN therapy is a
beautiful
invention
because it allows people to live life ‘normally’ even if it is
a very demanding procedure and, sometimes, creates time
restrictions both for patients and for caregivers. Thanks to
Luisa we created a National Patient Association named
‘Un Filo per la Vita Onlus’ as to guarantee the same rights
to all patients coping with HAN.
We believe that being part of an International Association,
such as PACIFHAN, is a great opportunity for HAN
patients to travel all around the world always finding safe
help and guidelines.
Interview with Luisa’s mother and caregiver
Michela Caponi, Un Filo per la Vita – Italy
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I am almost 40
years old and live
in Cracow, Poland.
Since 2002 I have
suffered from Crohn’s
disease.
At
the
beginning the disease
was taking its normal
course, but this was
not something I could
accept for my future.
I had surgery in
2005. I got married,
became a father, and
worked.
Unfortunately, my life changed when I had a disease flareup in 2008. Due to abundant intestinal haemorrhages,
I had four operations, which resulted in multiple
enterectomies. After a month-long struggle to stabilise
my condition, I was left with approximately 80cm of
small intestine and a stoma.
In the beginning after the surgery, functioning was very
difficult. Daily eighteen-hour parenteral nutrition (PN)
and the need to live with a stoma caused changes in my
life. It took me a long time to accept the situation. Then
I started to focus on things that I could do, while trying
to forget the obvious limitations resulting from my poor
state of health.
Fortunately, the coming months brought a gradual
improvement of my health, so after one and a half years
of treatment I could undergo another operation. Its aim
was to restore intestinal continuity. This step enabled me
to look optimistically into the future.
It’s unbelievable, but in the six months following the
surgery, I managed to put on over 10kg of weight. This
has strengthened not only the need to consume more
food taken orally but has also allowed me to feel the
proverbial ‘appetite for life’. Since that time, I decided
that I would try to the maximum possible extent - to
realise my life plans regardless of PN.
HPN doesn’t make me the happiest person in the world
and often requires a lot of effort and organisation from
me and my family. Often it is associated with the pain
and discomfort that accompany Crohn’s disease and PN.
Never, however, will this outweigh the satisfaction and
joy drawn from life on the rightful basis. I think that for
all of us it is important to fight with the limitations, and
as far as possible to prevent our disease from dominating
our lives in any aspect.
That’s why in 2012 I set up an association - Appetite for
Life for home parenteral and enteral (HPEN) consumers
in Poland. Every day we empower, educate and support
home artificial nutrition (HAN) patients in our country.
We also appreciate the possibility of cooperating
with patients’ groups from other countries under the
PACIFHAN umbrella, as we believe that together we
are stronger.
Marek Lichota, Appetite for Life - Poland

To be informed that your
new-born child has a serious
rare disease completely
rocks your boat. You are
no longer on your way to
the destination where you
thought, the compass of life
has turned around and you
are sailing in uncertainty,
towards destinations you had
never imagined. But we never
thought that the destinations
would be so fantastic and life
as good as it has become.
Today Svea is 9 years old,
and ever so healthy!
When Svea was born, it was pure joy, we had a daughter!
Erik had had a little sister, but already that first day came
the feeling that something was wrong. Once back at the
hospital, a paediatrician came and confirmed our fears.
Svea has not received a clear diagnosis: but she has intestinal
failure, short bowel syndrome, and a condition like pseudo
obstruction. She has a stoma with high stoma flows. She has
a Port-a-Cath® and gets most of her nutrition from total
parenteral nutrition (TPN).
At the hospital we received a solid education on how to
manage TPN and replace ostomy bags. The staff was
extremely supportive and gave us both the strength and
courage to go home and assured us that this is the best for
us all.
What we didn't know was that when you become a parent of
a child with severe intestinal failure, you are not just a parent.
You become a nurse, coordinator, lawyer, psychologist,
educator and a warrior.
In all the sadness about how life was not as we imagined,
we came across a patient association. The Swedish HPN
Association. We gathered and went on a summer meeting
organised for the whole family. The happiness of seeing
these wonderful HPN children of all ages, running around
and playing, and enjoying life became a turning point. We
learned to accept the disease; no diagnosis was not the issue;
we were the solution.
We are to live like a normal family, that is our motto and
something we have worked hard to achieve. We started
travelling, first within Sweden, but later also abroad. The
power of travelling has given us the feeling that we can handle
everything. Some days are obviously heavier than others.
Days when it is so obvious that you cannot do everything as
everyone else does. Or days when someone said something
stupid at school, that's when the big challenge comes. As a
parent, you just want your child to have a good time, a happy
childhood and you want to remove everything that hurts,
but you can't. But we could do better, we bought a dog. The
dog has become the one who comforts us on the bad days.
The dog has also led to taking responsibility for someone
else, and for a moment forgetting our own problems.
When we look back on everything that has happened, the
patient association has been the most important bit for us
and now with PACIFHAN’s formation we feel a great hope
for the future.
Jennie – mother to an amazing girl, Svenska
HPN-Föreningen Barn & Ungdom – Sweden

Despite all my personal efforts to eat and drink, 34 years
ago I faced the dilemma of life on parenteral nutrition (PN).
After years of ill health and hospital admissions, I thought
my life was over, PN was the only hope I had to regain
some independence and normality. Granted, I would still
suffer with pseudo obstruction, but my nutritional status
would be improved and give me strength to cope.
It wasn’t easy to start with, it took a lot of effort to
understand how my life would change but looking back,
I can now see all I achieved thanks to PN. The support
from my medical team, family and friends gave me the
courage to face the future. I quickly learnt that there
was little understanding of how people lived with PN in
the community. This resulted in some patients starting a
patient support group, designed to share information and
remove the isolation of the home treatment. I became
involved and we work as a team. PINNT supports people
on home enteral and parenteral nutrition. It’s an inclusive
group and we network with all those who support and share
our cause for education, patient resources and a greater
awareness among all those who govern and manage the
overall provision of home artificial nutrition (HAN).
HAN benefits so many people and PINNT continues to
actively support people to live their life on HAN in the
way that works best for them. We share the common
treatments, but everyone is individual and cope with their
individual needs and lifestyle choices.
Personally, I am eternally thankful for my PN, it has
presented many situations over the years that have meant
some difficult decisions or choices must be made but I try
to live the best life I can thanks to PN.
Through our membership with PACIFHAN we have
already learnt so much, we look forward to continuing
our evolution to a wider network of patient groups with
a united voice and offer more people to showcase life on
HAN.
Carolyn Wheatley, second from right, PINNT
These stories have been reproduced thanks to PACIFHAN
- http://pacifhan.org/news/
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The Transition Booklets Project
Just a reminder about the Transition Booklets Project.
The first booklet has been published – Transition for
young people with intestinal failure – for those moving
from paediatric to adult care.
The author Angela is a Clinical
Nurse Specialist (CNS) for children
with Intestinal Failure. Her work
involves co-ordinating training
and the discharge process for
children and families going home
with parenteral nutrition. The
safe and effective care for children
requiring HPN requires excellent
communication and working
relationships with community
professionals such as those in
continuing care and education. As
the child and families care pathway
continues her role develops into
supporting transition into adult
services and ensuring that all young adults receiving HPN have
access to resources to reach their full potential.
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
Coming soon: the second booklet has gone to print! Transition for young people with intestinal failure – information
for healthcare professionals. We will feature this in the first edition of Online in 2020 but do watch social media for
more updates.

Living with Artificial Nutrition Booklet
Have you requested your copy of the booklet 'Living with Artificial Nutrition’ yet?
It addresses issues often swept under the carpet such
as sex and relationships, low self-esteem and the
emotional impact of living with artificial nutrition. It
is a highly recommended read for anyone on artificial
nutrition and for those who care for someone who does.
Everyone living with artificial nutrition will have their
own experiences but it's amazing how many issues
and experiences are common amongst users. PINNT
members can request one free copy of this booklet by
emailing secretary@pinnt.com When making your
request please include:
• Your full name
• Your PINNT membership number
• Your full postal address
PINNT is now accepting requests from centres or
hospitals who may wish to order bulk copies of the
booklet. Full information can be found via this link
https://bit.ly/2Kcz8Lg
10

✂

With compliments
of the season
and warm wishes
for 2020
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PPP winners, third draw 2019

Thank you to everyone who supports our PINNT Prize Pot (PPP) Club.
Here are the winners of the third draw, congratulations to you all!
Please see on pages 13 and 14 – it’s time to sign up again for the next year of the PINNT Prize Pot Club. Yes, we still
have one draw left for 2019, but you don’t want to miss out on next year’s draws do you!

#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 received useful feedback, which will help us
modify it and make it even better! Both the Tag and
supporting information will be given an upgrade. We
hope to offer this later this year.
You will receive:
1 medical tag, a covering letter for your personal use
and an information card to slot inside your rucksack
or handbag.
Applications can be made by:
Email: secretary@pinnt.com by post: PINNT, PO
Box 3126, Christchurch, Dorset BH23 2XS

Please include:
• Your full name
•	Address
including your
postcode
•	A contact
telephone
number
•	Your PINNT
membership
number
The Medical Tag will not eliminate the need for you
to verbally explain what 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.
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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-bystep 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.
It’s on the website in a number of places but here is the
main link: www.pinnt.com/News/New-Talking-PointsInformation.aspx
If you would like a copy posted to you please
email:
secretary@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.
We have a new information sheet! Talking Points 2,
part 2 – Travel Insurance companies. It’s a list of travel
insurance companies you may wish to try – suggested by
members, not endorsed by PINNT. If you can add to the
list, please let us know. You can request a copy or find it
on the website.

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 01202 481625 for
further information.
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Chester Regional group

Groups updates
Bristol Regional group

I took on the task of organising the Bristol PINNT
Meeting after I had completed a routine visit to see
a patient, who said she was missing not being able to
attend a local meeting and felt quite isolated. We'd had
to postpone meetings for the last 18 months having had
difficulties in getting invitations out to patients due to new
data protection laws, and we'd not had good attendance. I
really felt for patients who would benefit from meeting up.
I decided to try and 'resurrect' the group and with the help
of my boss, Julie Barker, who is a PINNT ambassador we
set up the meeting on 30th October at Freeways Centre
in Bristol. We had a good attendance of parenteral and
enterally-fed patients. We would have liked a few more
but it was a good start and we had positive feedback from
everyone on the day who said they would like more gettogethers. We had a few short presentations including a
hydrotherapy talk from the Freeways Centre, Julie did a
quick talk about the new Tag for patients and Pat from
Nutricia talked about travelling with nutrition supplies. We
had a successful raffle and prizes were kindly donated by
some of the attendees. We'll be organising future meetings
and hope to have an even better attendance!

What a successful meeting we had with many of our lovely
regular attendees and some new ones too. I opened the
meeting giving an update on the PINNT AGM, which was
held in Birmingham in August and was a great success.
The presentation on how the gut works by Jane and
Paula was very well received and I think that everyone
learnt something from it, indeed, personally I found it
fascinating.
We had a bit of fun with the quiz and had worthy winners
all coming out with top marks. The updated information
section brought to our attention various items that may
assist, such as: car stickers: ‘Not all disabilities are
visible’, for example, is available on eBay with prices
varying from £0.99p upwards and, having experienced
an ‘incident’ in a car park, I now have one permanently
on the back window of my car.
Blue badges: although the rules differ with each local
authority, because of having to carry medical equipment
around, it is worth exploring if you can have a Blue Badge
which would enable you to park in spaces which are nearer
to your location.
Mersey Tunnel concessionary travel: details available on
merseytravel.gov.uk/tunnels/pages/concessions
Lanyards: originally supplied by airports to show that
people wearing one may need assistance, this has now
been expanded to some supermarkets.
Other issues raised can be found in the PINNT Information
Booklet Hints and Tips – Information Exchange, such as
disabled toilet keys, changing places toilets (with more
space) www.changingplaces.org gives maps and
locations. And lastly, Priority Services - where you may
be entitled to a reduction in your council tax if a room in
your home is used for medical reasons. If anyone knows
of other concessions, we may have this as an agenda item
for our next meeting.
Finally, many thanks to Jane and Paula for the super
presentation, to the homecare companies who attended
and supported in other ways. Looking forward to our next
meetings, details on the back page of Online.
Liz Taylor

Leicestershire Regional group

Tina Cumberlidge
Jenny’s feedback on the meeting: “I would just like
to thank you and Julie for organising and hosting the
PINNT meeting. It was good to see a good number of
people there. I find it so useful, both for information and
also to talk and compare notes with other people in the
same situation.”

The Leicestershire Regional Group meeting was well
attended, which was heartening. When everybody had
settled, Phil gave a welcome speech and a run-down on
what to expect in the meeting. Apologies were received
by a couple of members. Phil gave a short reflection on
thoughts about the local AGM and expressed how it was
such a good event to have attended. A speech was given by
a member's husband, regarding his lovely wife Janet; the
speech was very well written and a true insight into how
one person lives with her medical issues. It was a real eye
opener and made us realise how we all are individually
affected but we are all in one bracket as part of PINNT.
After a short break, a quiz was undertaken by all those
that attended with some great questions with revealing
answers, for example, tube feeding started in the 16th
century, amazing! The quiz was a good way for people to
bond and get to know each other.
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After the quiz had finished, a representative from Nutricia gave an update on temporary shortages for feed users,
suggesting contacting Nutricia straight away as they will always ensure a person never falls short and, if they cannot
help, they will source the feed elsewhere. If in doubt phone Nutricia or at the last resort the GP. This short talk quickly
eliminated any fears of shortage of feed and what to do if ever that situation arises. The traditional raffle then took
place with some great prizes.
Here's to the next meeting where we can catch-up. It was suggested that we could meet up in-between these events.
We are looking into this possibility.
Tracey Lord

Your Letters
Dear PINNT
Is there an end in sight for those of us without our compounded parenteral nutrition (PN)? The situation continues to
cause so much stress for some people. I had my own PN back then the deliveries became patchy with split deliveries again.
To be honest, I wish I didn’t need to be on a priority list, I would prefer to be able to cope with the multi-chamber bags,
but I can’t. This continues to highlight the dependency I have on others and a medical treatment. I have removed myself
from the social media discussion, frankly, reading it has added to the stress. I would like to thank PINNT for confirming
that no one has been allowed onto the PINNT closed Facebook page who may be reading comments about the situation
and other posts. Personally, I think we all need a safe place and PINNT provides that. I’m astounded that people don’t
seem to grasp the detail of the situation; we need all hands-on deck to manage the current situation before we start
addressing how we arrived here, patients must come first. The gravity of the situation must be exhausting for all, I’m
worried about myself, I’m managing but experiencing a reduced quality of life. I’ve decided not to book a holiday until I
know I will have the energy to enjoy it and my compounded PN is being reinstated.
Wishing all those in the same situation a speedy solution to this situation. You never know, I may be allocated a compounding
slot before this newsletter arrives with members. I would like to thank PINNT for their continued hard work behind the
scenes and for taking the time to listen when I have rung for support.

HT
Ed says: We have been nothing but honest with affected PINNT members on this subject. Some people haven’t believed
some of the information but all we can do is share what we know. We do not know when all those who need compounded
PN will be back on it. We realise that the submissions for allocation of the available compounding slots is happening. We
continue to communicate with NHS England and NHS Improvement. We are disappointed that they have not updated
the Q&A page they set up. Additional questions have been submitted which need a response and sharing. PINNT will
always be available to talk to you and support people in an individual and collective basis.
Dear PINNT
I’ve been a semi-frequent flyer with British Airways (BA) for a few years now. To date I’ve not had any problems with
gaining a baggage waiver for medical supplies. I rung in advance and gave all the relevant information which was added
to my booking. On the odd occasion locating the information on the system delayed my check-in but producing my letters
seemed to remedy the situation. A couple of months ago I rung the same number to hear that the process had changed. I
noted their advice and headed off to the airport on departure day. Guess what? Yes - the person at check in did not know
about the new system and implied they were ‘doing me a favour’ by allowing the medical baggage without extra charges.
I decided to dial the usual number and play them the BA message. Interesting response with numerous excuses. I find
it challenging enough with all the extra baggage, I feel as if everyone is looking at me and my medical baggage! I didn’t
wish to complain but I wanted to let BA know that their staff had no knowledge of the new arrangements. When I asked
for an address to raise my concerns, I was told Twitter was the best way to get a response, but I could write too. I dropped
off my boxes at the oversized baggage belt and had a seamless transition through airport security. When I boarded the
plane three of the cabin crew commented on my sunflower lanyard, to the point where one person asked me what my
hidden illness was. I didn’t mind being asked but it wasn’t a discreet enquiry. Given both experiences I felt a letter to BA
was justified. I drafted it, finally sent it and await a response. Let’s see what they say.
Linda
Ed says: We have been told that BA’s system has changed, and others have experienced a lack of awareness at check
in. It’s good to provide feedback, which would hopefully help the airline improve their service and training. Regarding a
waiver charge for medical baggage or boxes; always check in advance with the airline. They vary in terms of approval
processes and weights etc.
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Dear PINNT
Apparently, there was a very friendly group in Wales that stopped a while back. I did attend one of the patient days
that the hospital held in conjunction with the parenteral nutrition homecare company, it was a good day as I met
someone from PINNT there who spent time helping me with proposed travel plans. Since then I’m not aware of
anything that’s been arranged for us. Are there any plans for a PINNT meeting in Wales?

Chris
Ed says: Possibly you were at the meeting where these photos were taken. You are not in them, but it was great for
PINNT to help many people with travel plans. PINNT meetings in Wales were put on hold when no one locally was
available to help organise one. Also, as the homecare company took over this role, they were able to take them to a
level PINNT couldn’t afford or justify in terms of expenditure. If anyone from Wales wants to get in touch to try again
then we would happily engage with the relevant people to see what we can do.

Dear PINNT
I read some back editions of Online via the archive on the website which I found most interesting. Would you consider
reprinting those that address Christmas, I’m sure they will help others.

Amy
Ed says: Of course, we can. If they help others, then it doesn’t matter when they were written the information
remains the same. See pages 20 and 21.

PINNT Groups
PINNT is keen to establish new groups throughout the
UK as we know how much it helps and supports those
who are receiving artificial nutrition via tubes, catheters
and oral supplements. It’s not the size of the group, having
exhibitors and talks, it’s about bringing people together.
What is needed is caring and committed individuals who
can spare a little bit of time and spread a bit of compassion
and understanding. If you think you might be interested in
supporting PINNT in this way, do get in touch as we will
support you every step of the way. Email secretary@
pinnt.com in the first instance.

BAPEN collaboration survey for enteral patients
We will be sharing details of a survey for members on
enteral (tube) feeding via social media on the website late
December, early January 2020. This is the collaboration
we committed to with BAPEN during home artificial
nutrition awareness week in August.
If you don’t look at the website as often as you should or
you don’t use social media (Facebook), then please email
secretary@pinnt.com to ask for the information to
be emailed to you when it’s ready to launch.

Call for
executive
committee
members
It’s been good to hear from a few people asking more
about a role on PINNT’s executive committee. We’re
in discussion with a couple of people but if you can
help, we would love to hear from you. The basic
requirements are:
•	Having some time to dedicate to PINNT and be part
of a team.
•	Attending up to four meetings a year, not all in
person, we use virtual meeting facilities to support
the distances between members and personal needs.
•	Work on projects, attending exhibitions or be part of
the social media team.
•	An interest in wanting to support and contribute to
the three arms of PINNT: Support, Education and
Collaboration.
There are a number of ways to help PINNT! Keen to
see if you can help? Email comms@pinnt.com to
arrange a chat with one of PINNTs officers.
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The Christmas Issue ... other’s tales of joy and despair
The festive season – ‘Eat, Drink and be Merry?’ In
response to the letter on page 19 we are sharing
the information requested. The last four quotes
are new for this edition. The festive season can be
challenging, not only on the day but with the buildup and preparations. If you struggle, we encourage
you to formulate a plan that works for you and, if
you have a great suggestion please do share it with
Online.
Is it Ho! Ho! Ho! or No! No! No! We have a fixed calendar;
each month follows the next but why does December seem to
arrive so much earlier than it used to? Now Christmas seems
to start in October, even overlapping with Halloween events.
What does Christmas mean to me? Granted it’s time to spend
with family and friends but so much focus is about consuming
as much food and drink as possible. The need for many to
overindulge leaves me angry, envious and isolated.
For many years I’ve been dependent on a tube for my nutrition.
Thankfully I can enjoy a limited amount of oral fluid, but I
need to be careful. The seasonal greetings come with ‘We
must meet for lunch’, ‘Are you free for a drink? and ‘Where
are you spending Christmas?’ Actually, I would like to spend
it somewhere far removed from having to see plates piled high
with ridiculous amounts of food being consumed by people

who then complain about their self-inflicted discomfort.
The aromas coming from the kitchen automatically get
my taste buds going; I can taste those aromas if you know
what I mean? Actually, that’s the closest it gets for me now. I
have to imagine what it would all taste like. I was able to eat
once; many of the flavours are a dim and distant memory
but I crave what I can smell. Jona Lewie once sang ‘You will
always find me in the kitchen at parties’ - me too! At any
family gatherings I am now the ideal guest; I’m in the kitchen
loading the dishwasher and generally tidying - anything
to avoid the need to sit and observe the annual food overindulgence ritual.
Obviously, people try to find a way to include me, but you
can’t hide the food; it’s so much easier for me to just avoid
it. They end up being uncomfortable due to the inability to
know when to stop. If I ate anything I would be in severe pain
and discomfort just for the sake of joining in.
So, while I certainly share the spirit of Christmas and goodwill
to all I certainly don’t enjoy the festive food and drink. It’s
also funny when I open gifts to find chocolates or biscuits. I
chuckle; often I’m told ‘but it’s Christmas, just try them…’
If only I could. If you can nibble, eat or drink enjoy every
mouthful or sip; I imagine, like me, you’ve been through a lot;
you deserve to enjoy all you can.

Christmas Past I feel so guilty! I watch my partner participate around the table at Christmas, he’s full of smiles, asking
everyone if the turkey is moist, ‘are the potatoes crispy?’ while encouraging the children to eat their sprouts! He’s so good at
putting on a brave face. He used to enjoy this part of Christmas so much; he always insisted on having the first slice of the turkey.
We carry on the food and drink rituals for the children, they know daddy can’t have more than a taste. It’s not often I long to do
the washing up, but it means I know dinner is over and everyone is full and keep my fingers crossed no one wants any tea. It’s
then time for an afternoon in front of the TV and watching the kids play with their presents. Happy days our way.
Bah, humbug! I can’t eat, I can have sips and small amounts of fluid. The festive season starts way too early which prolongs
my agony. There are only so many times you can say no to dinner invitations! People invite me because they think for some
strange reason that it’s different for me at Christmas – sadly not, I still can’t eat! Not much else to say really.
I skip the washing up! Thanks to a great family and friends I’ve managed to cope with the festive season rather well. We
have a running buffet that’s secondary to the festive fun – games, presents and the traditional afternoon walk. I switch off my
senses to the sights and smells of the food and indulge myself in family time and making memories with those I love. We keep
the whole day casual; I can spend the day with my rucksack on my back without feeling uncomfortable. In fact, I think I have the
advantage; I put up my feed and that’s it, I can carry on for a few hours until I need to change the bottle. My enteral backpack
is small, is not intrusive during the day’s fun and games. I am also excused from the washing up, okay loading the dishwasher…
if I can’t eat I don’t see why I should help in the kitchen. It’s hard but if I don’t adapt my mind it could ruin a time I cherish
with my family and friends.
Giving back helps me Not being able to eat is something I’ve learnt to live with. It’s a fact and I can’t change it so why worry
about it. There’s so much I miss; a curry and a pint with my mates, work – I miss getting up and being on a commuter train and
lastly, I miss being well. That said, I do have a loving and supportive family and a roof over my head. Knowing what it’s like not
to eat and drink, over Christmas we make a point of supporting a local group who feed the homeless over the festive season. We
have so much to be thankful for; spending time with those less fortunate during what is a time of giving shouldn’t just be about
big and expensive presents. Giving time and support to others who cannot guarantee a hot meal every day is the least I feel I can
do; I know what it’s like to miss out.
I enjoy a nibble and giving I’m on my own and usually try to avoid the festive season. Being a member of a couple of clubs
I have a wide circle of friends but on the big day I’m usually at home enjoying the repeats on TV. Not being able to eat much,
the odd taste of a nibble is my limit, I’ve often thought about those who are deprived of food, those who just don’t have any
– last year I made a donation to pay for Christmas dinner for four homeless people through a trusted scheme. The pleasure of
knowing four people had a warm meal gave me great pleasure. Pity the repeats on the TV were are predictable as ever!
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I love the food preparation and feeding my family I love feeding my family, not only at Christmas but whenever the
opportunity arises. While I miss food, it doesn’t prevent me from being part of family celebrations that involve food. The food
is a celebration for them, it’s about being together and not only nourishing their bodies but their minds through quality family
time. I love to hear the chatter and banter between everyone, so what if we’re peeling carrots or potatoes at the same time, I focus
on the people not the food. I would give anything to be able to eat, it isn’t going to happen, so I’ve learnt to deal with it.”
Alternative advent The festive anxiety used to start when it’s time for an advent calendar. Chocolates behind every door!
Having a child who can’t eat them posed many a dilemma. There are now so many alternatives; it may take a bit of creativity,
but we no longer have to say no to an advent calendar. Last year I prepared gift bags with treats in, this year I’m using small
boxes.
We acknowledge some members can eat and others can’t - some have fluid allowances and others
don’t – some have allergies – some have intolerances – some people are alone, and others have a
good support network – what’s clear is everyone is unique. While we can suggest games, DVDs,
crafts, walking the dog etc. as distractions from food and drink at Christmas, they may or may
not be the right distractions from you. We encourage you to find the right coping mechanism for
you or your family. If anyone would like to share an insight after Christmas, then we would love
to receive features for a newsletter in 2020.

Sharing and caring just takes two!

Siobhan

We met in Aberdeen Royal Infirmary
in March 2018, I (Siobhan) was
18 at the time and had been in the
hospital for a while due to nutritional
complication of my Ehlers Danlos
Syndrome, at the time I had been on
many types of supplements and had

tried with enteral feeding with no luck,
and was rapidly losing weight and
that was when I was first introduced
to total parenteral nutrition (TPN).
I was scared and alone and that was
when I was introduced to Rhoda,
and she was my first line of support
with everything TPN and that made
a world of difference.
Rhoda has Crohn’s disease, due
to short bowel syndrome and
malabsorption of magnesium and
potassium, glucose and sodium, which
lead to umpteen hospital admissions
within a year until they fitted her with
a Hickman® line and she was given
PN fluids every day; now down to
every second day.
We plan to set up a support group
for anyone with parenteral or enteral
feeding, because presently there
isn’t anything in our area set up for

Donations
Thank you for all your thoughtful donations. These
come in different ways; general donations, special
events, in memory of loved ones as well as regular
donations received directly into the bank. We are
sincerely grateful for every
donation we receive.
To everyone who attends
regional or local events
and buys raffle tickets
- ‘Thank you’ - we really
appreciate your support.

Rhoda

support. We feel that the support we
have been giving each other would
be beneficial for anyone that needs
our help. We hope to hear from you
soon.
Rhoda and Siobhan.
(Rhoda 51 and Siobhan 19)

BAXTER Healthcare
offer PINNT members
a unique opportunity
Apology for the delay with this opportunity. We have been
unable to make further arrangements at this stage; we wish
to thank Baxter for their patience. We hope to announce
more details early next year.
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Sunflower
Lanyard
Scheme
If you would like to participate in the Sunflower Lanyard Scheme,
which discreetly indicates to others that you have a hidden
disability in travel terminals, the NHS and some supermarkets,
visit www.hiddendisabilitiesstore.com where you can find
out more about the scheme and purchase your own lanyard. If
you are travelling via a UK Airport you may be able to obtain a
free lanyard by contacting the airport you are travelling through
directly.

PINNT Restaurant Card
All PINNT members can claim a FREE Restaurant Card.

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

• Share a portion • Order a small portion
• Order from the children’s menu (for adults)
This will avoid the need for you to give a lengthy and complicated explanation of your dietary restrictions. It
will also enable you to participate in the meal without incurring the full cost of a meal that you may be unable
to eat.
Please note that this card does not guarantee you co-operation at any eating venue; any co-operation will be
solely at the eatery's discretion.
If you would like us to send you a card, please get in touch: secretary@pinnt.com and put ‘Restaurant
Card’ in the subject box. You can also telephone anyone listed on the back cover.

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

F ollow us on
instagram
N E W ! Please follow us and
tell your friends too.
pinntcharity

It’s that simple and easy - so don’t forget PINNT this year. We still have lots of exciting projects and
we depend on your generosity to help us achieve our goals.
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‘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
secretary@pinnt.com
We 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

We are delighted to finally announce that the Safety poster
for ‘enteral’ patients is under development! For so long
now we’ve been wanting to do it but there was no input
from people for the content. As we said previously, it was
no good PINNT creating it if it didn’t meet your needs.
Thanks to our ongoing collaboration with the National
Nurses Nutrition Group (NNNG) there was a window on
both agendas to make this happen. We asked people on our
closed Facebook page for their thoughts and ideas. One
of our members Rebecca offered to collate the comments
so we could share them with the NNNG. Latest update
– they have reviewed the comments and like us, believe
we need to focus on the
most relevant points
that would support
patients when dealing
with people who are
unfamiliar with enteral
patients and the tubes.
We hope to have an
update early next year.
Thank you to all those who shared their thoughts and thanks to Rebecca
and the NNNG for working with us to finally delivery the SAFETY poster
for enteral patients.

New SAFETY
poster for
Enteral
patients
coming!

EDITORIAL TEAM: Debbie Phillips, Steve Brown, Carolyn Wheatley and Julie Connery.
No content from Online can be shared on social media without the consent of PINNT trustees. We operate an official ‘Right to
Reproduce process’. To seek approval, which will require completion of a simple form, please contact us: comms@pinnt.com
EDITING: All contributions for Online will be acknowledged upon receipt by PINNT.
Due to space constraints, and in the interests of clarity, all articles and letters will be edited where necessary. Authors may approve final copy prior to
printing where significant changes may have been made. The Editor’s decision is final. All copyright is owned by the charity.
DISCLAIMER: PINNT has made every reasonable effort to ensure that the content of this newsletter is accurate but accepts no responsibility for any
errors or omissions. The views expressed are not necessarily those of PINNT and no reference to any product or service is intended as a recommendation
or endorsement. You should always seek advice from your own team of healthcare professionals in relation to your specific needs/treatment.
Designed and Printed by: Mail & Print Limited. Telephone: 0845 362 5393 Salisbury, Wiltshire.
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Local PINNT activities
PINNT get-togethers 2019/20

Please notify us if you are planning to attend any of the groups, thank you.
Please send your Group’s dates for publication to: secretary@pinnt.com
Nottinghamshire:
29th November 2019, 1.30 – 3.30 pm. Westdale Community Centre,
Westdale Lane, Mapperley, Nottingham, NG3 6ES
South West:
3rd December 2019, 2.00 - 4.00 pm, Best Western Passage Hotel,
Templar Room, Hackney Lane, Kingsteignton, Newton Abbott,
Devon TQ12 3QH

North West:
12th March 2020 and 10th September 2020, 12.30 - 2.30pm, All
Saints Church, 2 Vicarage Road, Hoole, Chester CH2 3HZ
Birmingham:
Meeting to be announced soon.

PINNT Ambassadors

Please contact us for information, support or just a chat
East Anglia:
Tracy Hill.
Tel - 01945 780909 - Email: thill@pinnt.com
North West:
Liz Taylor.
Tel - 07801 650067 - Email: ltaylor@pinnt.com
South Wales:
Paul Phillips.
Tel - 07802 429872

Nottinghamshire:
Janet Darby.
Tel - 07583 854091
Email: jdarby@pinnt.com
Louise Thompson.
Tel - 0115 9691169 Ext 54008
Email: louise.thompson@nuh.nhs.uk
South West:
Jane Gagg.
Tel - 01803 654951 - Email - jane.gagg@nhs.net

Norwich:
Jackie Riseborough.
Tel - 01263 834762
South East:
Rhian Howells.
Tel - 01635 273710
Email: rhian.howells@berkshire.nhs.uk
Birmingham:
Gaynor Morgan.
Email: gmorgan@pinnt.com
Leicester:
Phil Roberts.
Tel - 0116 222 7161
Email: hens@lnds.nhs.uk

Georgie Adams.
Tel - 01392 404635 Email - gadams1@nhs.net
Lisa Cripps.
Tel - 01752 432562 Email - lisa.cripps@nhs.net
Bristol:
Julie Barker.
Tel - 0117 342 7515
Email: j.barker2@uhbristol.nhs.uk
East Yorkshire and Humberside (HPN Only):
Philippa Macelhinney. Tel - 07827 937025
Email: philippa.macelhinney@hey.nhs.uk

WEBSITE ADDRESS

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

