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Editorial
Spring has sprung! Hopefully
it will lift our spirits, especially
if you are one of those people
who find winter a challenge,
I certainly do! We now have
our spring meetings taking
place and we hope people
will pop along to meet fellow
PINNT members. No PINNT group near you? If not,
have you thought about starting one? If yes, do contact
us, we’d love to hear from you. It’s not about organising
a major event with companies etc., it’s about bringing
like-minded people together.
If you’re thinking of going on holiday in 2019, remember
you have access to our travel information. If you’re
going away, why not share your story with fellow
PINNT members.You can inspire them – it’s not about
how far you go but how important the experience was
for you.
So, come on – let’s hear from you, it’s your magazine.
Carolyn
Chair PINNT
Online email:
comms@pinnt.com
Online address:
PO Box 3126, Christchurch, Dorset BH23 2XS

Online Contacts
Executive Officers:
General Secretary - Steve Brown - 07500 871547
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T

he pump provided to an
individual requiring home
parenteral nutrition (HPN) is
part of the overall care package
that is funded and provided
by the NHS via your homecare
company. The right pump
is equally as important as
ensuring each person has the
right prescription to meet their
nutritional requirements.

Ambulatory PN pumps on
the national Home Parenteral
Nutrition Framework in
England

As with the prescription for your feed,
and the number of nights you infuse,
the pump is also a clinical decision. It
should be an informed decision made
by your nutrition team/healthcare professionals based on
your/your child’s needs. It should not only be an integral
part of your medical needs, but your lifestyle too. How you
will feed, when and for how long may affect which pump
you are given. Hobbies, employment, education and travel
may also contribute to the decision made, as well as the
practical issues of using the pump.

We know some pumps have been problematic for people,
in addition there may be aspects of another pump and its
accessories that could be both clinically and socially more
acceptable.
We have always stated that ‘one pump does not fit all’
– despite the common denominator being parenteral
nutrition, usability and clinical aspects of the pumps
will suit different people. For example, not all pumps are
suitable for children.
LITRE has and will continue to work tirelessly to provide
feedback on the accessories for the pumps too. Providing
user feedback has certainly improved many aspects of the
pump and the accessories. Rucksacks may not be ideal
for everyone, but you should have seen what we started
with! The introduction of wheels for rucksacks came from
PINNT, feedback from patients encouraged longer life
external batteries and we keep those using the products
clearly in the minds of the product developers.
We hope to feature all the pumps in the next newsletter.
In the meantime, please follow this link to read the
last LITRE Report: https://pinnt.com/News/
News/Non-Members/LITRE-report-2016.aspx
If you would like to request a paper copy, please use any
of the contact details on page 2 to request one.

PINNT
Within PINNT, we have a group called LITRE (Looking
into the Requirements for Equipment) which has carried
out a user assessment on the ambulatory PN pumps and
their accessories that are available. Within the specification
of the NHS National Framework Agreement only
ambulatory PN pumps that have undergone a LITRE
user assessment can be considered for inclusion on the
Framework. Historically, there were four pumps permitted
for use and reimbursement on the Framework in England.
Following the last LITRE review additional pumps have
now been approved. Of course, there are due processes to
be adhered to which can only be instigated by your nutrition
team/healthcare professionals. The choice is usually made
when you, or your child, is initially sent home. However,
if there are valid reasons why another pump would be
beneficial then, following discussions with your team, you
may be able to try or change to another pump.
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L

ife with artificial
nutrition is so
much more than its
dependency on medical
technology. Many of
the questions beyond
the
hospital
stays
and appointments go
unvoiced. This booklet
provides a platform
for discussion of the non-medical aspect of artificial nutrition, and the
impact that such an invasive treatment can have on life.
“Living with artificial nutrition” contains a collection of thoughts and anecdotes
from many people who felt able to share their own experiences with us, both
personal and professional. Whether it be about the emotional impact, worries
surrounding social situations, body confidence, or the effect on family and friends,
this resource hopes to help you along your journey.
Many thanks to all who contributed and thanks to PINNT for bringing this booklet
to life and making its distribution possible. We hope to make this booklet available to all of those with questions about
living life with artificial nutrition.
Bethia

Our new booklet –
Living with artificial
nutrition

Patient Experience Network
What is PEN?
An independent, ‘not-for-profit’ membership-based
network. They welcome all involved or interested in
delivering the patient experience – with a commitment to
continuously improve.
What is PEN trying to achieve?
Our goal is to provide a valuable resource/service for
NHS and other organisations wishing to improve patient
experience and the staff experience.
Who is PEN? /Who is behind PEN?
PEN was conceived and developed by a group of
individuals committed to creating a groundswell around
the patient experience.
Patient Experience Network National Awards
(PENNA) The Patient Experience Network National Awards are
the first and only awards programme to recognise best
practice in patient experience across all facets of health
and social care in the UK.

So, knowing about the PENNA awards, we submitted an
application under the ‘Partnership Working to Improve
the Experience’ category. As we partnered with BD
(Formerly CME Medical Ltd), Fresenius Kabi and
Inspiration Healthcare we thought – why not! Wow, we
have been shortlisted. Our category includes some large
organisations and the NHS Trust. Being shortlisted is
overwhelming, we don’t expect to win, however, attending
the event on 20th March will be an experience. We will be
able to raise awareness of our charity, along with the need
for artificial feeding. We will update you in due course.
http://patientexperiencenetwork.org/

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

New Facebook
Closed group

F

or those of you who do not
yet know PINNT now has
a Closed Facebook Group.
This group offers a space for
members to post questions,
concerns or stories in relative
privacy away from the main
Facebook page, which the public
can see. We warmly welcome
all PINNT members to the group and encourage
you to join up.
Please note the page is strictly for current PINNT
members only and you will need your membership
number if you wish to join. When you request to join
you will be asked a series of questions concerning your
membership. PINNT reserves the right to refuse entry
to the closed group to those who do not answer the
questions. The purpose of this is not to prevent people
joining but to preserve the integrity of the group and
ensure that it is not misused. It is not a place to buy and
sell and its membership constitutes people who are either
living with HAN or are a carer or close family member
of a patient.
If you join the group, we would encourage you very
much to join in the discussions and to engage with
other people’s posts where possible. Sometimes ‘Liking’
someone’s post can encourage them and give them a
boost or at least let them know someone is reading their
posts.
To join the page please search for https://www.
facebook.com/groups/pinntclosedmembers/
on Facebook.

Dear PINNT
Dear PINNT
Thanks for my Safety poster. I took it into hospital to
show the nurses on the ward. They thought it was a good
idea and the ward sister even sent nurses over to ask me
to explain it. It certainly did what you said it would – it
started a conversation, which seemed to have a positive
impact on things. Surprisingly the one thing that stopped
immediately was asking me to drink more!
Jo
Dear PINNT
Ringing PINNT to ask about travel insurance was the best
call I made. Not only did I get a selection of companies
to try, but I was directed to other resources on the website
and a medical tag. As we chatted, we talked through
various aspects of my travel plans, I learnt so much – my
confidence has grown. Despite wanting to travel, and
being determined to do it, I still have an overwhelming
fear that something might go wrong. Still, I’ve planned it
as much as I can, (to the Nth degree)!
John
Dear PINNT
Do you have any plans to produce a Safety poster for tube
fed patients?
Ann
Ed says:
We would love to! We need to hear from people with tubes
as to what the main issues are that would feature on the
poster. We have previously requested people to contact
us to offer suggestions – it’s never too late to; email us on
comms@pinnt.com

‘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
comms@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
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Goodbye and a big thank you
to Sylvia Cottee

F

ollowing more than 30 years
of Associate Membership of
PINNT Sylvia Cottee has decided
to hang up her clogs. She waves
a fond farewell to her roles as
PINNT Groups and Ambassador
Co-ordinator, also leaving the
PINNT Executive Committee, as
of Summer 2019.
As she says: ‘All good things come to
an end. PINNT has been a big part
of my life and has developed into a
highly professional organisation over
the years. It has been and is, good!
‘I’ll be extremely sad and will miss
PINNT members of all persuasions,
both patients and supporters whom
I’ve come to know over the years
through the East Anglia Group, my
role on the Executive Committee and
through the other Groups I’ve been
involved in starting and running.
First off was the East Anglia Group
where latterly Tracy Hill joined me
as PINNT Ambassador. Later came
Milton Keynes, then Essex, Leicester,
Bristol, and Oxford. Even later
we started Chester for the North
West where Liz Taylor continues to
‘hold the reins’, and Phil Roberts is
still doing a great job for Leicester
members’.

Sylvia retired from her nursing ‘day
job’ nearly three years ago and is
now a keen cyclist, walker and, by
necessity, gardener, and she really
feels the pull to enjoy more time to
follow these and many other interests,
along with spending more time with
family and friends. She says it’s all
due to priorities shifting as you get
older, and three small grandchildren
do soak up quite a bit of time!

informed. They will also be notified
in due course of who their future
point of contact at PINNT will be.
She signs off with: ‘Anyway I’m not
quite gone yet. PINNT will always be
part of me, and I never forget a name
or a face! I’ll carry the memories with
me always.’

Ed says: Thank you so very much
Sylvia. We wish you a very happy
and relaxing retirement with your
family and friends and time to enjoy
your many hobbies. We are eternally
grateful for your support, advice and
commitment to PINNT but most
importantly your friendship over the
years.

She’ll still be around to answer
your queries for a while, gradually
handing over general aspects of
Groups and the Ambassador roles,
whilst ensuring that each lead person
affected by this change is kept fully

In an age of advances in technology, which not only support
life but also improve quality of life, one of the things that
we should be continuously looking for is best practice to
identify what works and what doesn't.
In the enteral feeding arena, it has been identified that
we are possibly missing an opportunity to do this when it
comes to the pumps and equipment we rely on.
Therefore, the aim of this project is to conduct an
independent review of all the enteral feeding pumps and
equipment with the goal of providing real time information
on the what works well and why. It is also to provide centralised information for enteral companies to improve the
pumps and equipment.
Steve Pearson-Brown
Gary Taylor
LITRE Project leads

Review of Enteral
feeding pumps and
equipment
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First time flyer

W

ell not exactly… as I’ve
previously travelled all
over the world, however, this
was my first time with PN
(Parenteral Nutrition). I’d made
one short flight to Spain since
being diagnosed with Short
Bowel Syndrome and it was
easy just taking the items for the
stoma… now that I find myself
on HPN it is certainly a different
matter.
We had been planning to go to
Guernsey since January of last
year, flights and hotel booked and,
I thought, plenty of time for me to
organise everything. The PINNT
travel leaflets proved very useful but it’s not until you’ve done it that
you realise just how much organising
there is to do.
I’d informed my HPN provider of
the travel arrangements and had
confirmation that the PN could be
delivered to the airport. I had a few
trial runs at packing all the ancillaries,
medication and stoma items… oops,
there’s my 20K allowance gone
already in one large suitcase! The
airline was very good when I rang
them to explain that if I took all the
equipment then I had no room for
clothes - they allocated me another
20K free of charge.
I was very nervous about this first
time, understandably, even down to
having to put my feed on at 4 o’clock
in the afternoon, so I could take it off
at 4 am the following morning, ready
to leave for the airport at 5 am. Not
much sleep later, however, we were
on our way to Manchester. I think the
worst part was trying to find the ‘Meet
and Greet’ car park; it’s a long time

since I’d travelled via this airport and
hadn’t realised just how much it had
grown and almost everyone seemed
to be in a hurry.
We were met at the airport by the
courier from my homecare supplier
who had the feeds, but no trolleys
available to load our suitcases onto! I
was very appreciative of the courier
who came with us up to the departures
area as we couldn’t manage the two
suitcases, hand luggage and feeds.
However, I must admit that both
my husband and I were extremely
anxious prior to our arrival as it was a
large airport with multiple entrances:
What if we couldn’t find the courier?
What if the feeds didn’t arrive on
time? However, we went to the
‘assistance’ desk where they found a
trolley and someone to go through the
procedures with me; he accompanied
us to the check-in area to offload the
bags, then to another check-in where
the feeds had to go (they handle them
with much more care than suitcases)
which, incidentally was at the other
end of the departures area, which
did involve a great deal of walking.
Finally, he took us to the front of
the queue at security and gave me a
lanyard to wear which is recognised

at most airports and shows that the
wearer needs some assistance.
Security was fine; don’t know why I
was so worried. I explained what my
pumps were for and the large number
of tablets in my hand luggage. They
didn’t ask to see any of the letters
I’d got from (a) the hospital giving
details of my condition (b) my doctor
confirming how many tablets I
needed to take each day (c) an up-todate copy of my prescription, but it’s
always best to have these, just in case.
One word of warning, when you get
through security, there is quite a long
walk, via the Duty Free and then a
further fifteen-minute walk to get to
the gates. If you have difficulty walking
or need assistance, ask for a wheelchair
when you visit the ‘assistance’ desk, I
was shattered by the time I got to the
gate for departure.
So, now, I am looking forward to the
next journey, in fact I can’t wait. The
most important thing is the planning
- give yourself plenty of time, I made
‘tick lists’ of everything, had a trial
run in packing and double checked
the insurance cover.
PN must fit in with your lifestyle, yes,
it’s different but certainly doable.
Liz Taylor

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.
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#verify – PINNT’s medical tag
You will receive:
1 medical tag, a covering letter
for your personal use and an
information card to slot inside
your rucksack or handbag.

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 in the year.
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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.

✂
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✂
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East Anglia

Groups updates

This picture is a happy reminder of good
times from the past! However, following many
years of successful PINNT events held at
Addenbrooke's Hospital Cambridge, the East
Anglia Group will be - a little sadly - taking a
break from our six-monthly get-togethers due
to Sylvia Cottee retiring from her role in coordinating PINNT Groups, including this one
on her home patch. Tracy Hill is very keen to
continue, however, it’s something she can't do
single-handedly – so, if there is anyone out
there who would consider stepping into Sylvia’s
shoes, we encourage you to get in touch.
We are both keenly aware that there are many
‘regulars’ who rely on and enjoy meeting up at
our events, as well as new members who gain
comfort from getting to know others on artificial
feeding. We certainly don't underestimate the
value of face-to-face contact, which can be a
lifeline to many.
We'd like to think that this will be a temporary
situation and would warmly welcome someone
joining Tracy on the local co-ordinating team.

If you are interested the role requires the following:
•	Good communication, organisational and computer skills
• You must be a PINNT member (Full or Associate)
•	Familiar (or able to familiarise yourself) with the work that PINNT does
•	Have the ability and the enthusiasm to event manage meetings, (both prior to the event and on the day itself)
If this sounds like you and you’d like to find out more, please email comms@pinnt.com for further information.
Tracy and Sylvia

Leicester

Back in the summer, an email landed in my inbox: ‘Our local PINNT Group has asked for a 10-minute talk on
how parenteral nutrition is made’… it read and asked, ‘Is this something you could help with?’
With the promise of a fun morning, as much tea as I could drink and a raffle all in exchange for a 10-minute
presentation, how could I refuse? It turned out that trying to condense a broad subject into only 10-minutes was
a lot harder than I first thought but after a few re-writes and dry runs in front of my dog (he is now an expert) I
was ready.
Arriving at the venue on a rather wet and windy Saturday morning in September I found a warm welcome
inside. My presentation followed Nutricia explaining how they make tube feeds – large batches of terminallysterilised, off-the-shelf products - a good contrast to my talk about how we make small batches of totally bespoke
aseptically-produced parenteral feeds.
Next off, a break and a chance to chat to some of the members. I met a couple of our own patients and it was
lovely to finally put faces to the names that we see on the prescriptions. They were very positive about the service
they receive – one member even saying he likes speaking to our Patient Representatives as he loves the Sheffield
accent!
Following this a patient and carer both spoke about the effect that artificial feeding has had on their lives.
Personally, I found this fascinating, as it’s often too easy to separate our work from the person at the end of
it. Although each of them identified different challenges, it was great to see how we, as service providers, can
impact their lives in a positive way.
The meeting closed with the raffle. I wasn’t lucky enough to win anything but one of the patients took pity and
gave me her third (!) prize of the day – a nice tin of shortbread that was shared with my family when I got home.
Thanks to Phil and his team of volunteers who makes this happen for PINNT.

Matt O’Brien, HPN Pharmacist
11

North West group report
What a great meeting we had. Three new PINNT
members and five new PINNT Associate members
joined our regulars. This session centered on
travelling. We looked at the many useful travel leaflets
that are produced by PINNT. However, nothing quite
matches speaking to someone who has done it.
The first topic focused on what’s needed for a
successful trip around the UK.
Following a coffee break we looked at information
- and discussed the experience of - flying with
parenteral nutrition, plus all the associated ancillaries
you need to transport it.
Planning for any trip is vital and discussions centered
on what various companies can do to assist patients with their travel - both in the UK and abroad. There were some
interesting points raised - such as the length of the walk from the security desk at Manchester Airport to the Departure
lounge and then the further 20-minute walk to get to the Departure gate.
Manchester Airport has a great ‘Assistance Desk’ which will provide you with a lanyard to wear that is recognised by
most Airports. It gives you priority when queueing for security checks. Staff will advise which desk to visit to hand over
your PN (as it is separate to suitcases).
Many thanks to everyone for making it such a successful meeting. Many thanks also to the representatives from BD,
Abbott, Calea, Lloyds Pharmacy Clinical Homecare, Interserve Healthcare and Baxter, who provided invaluable
advice and information.
Liz Taylor

Hello from one of the new Ambassadors
for Scotland

H

aving recently returned
from a month in Australia
celebrating my 70th birthday, I
realise that we are all different
and that - for some people - the
thought of going away from
home can be daunting. I have
ventured away several times to
be with my sister, who has lived
in Australia for 32 years, and
this is the fourth such trip I’ve
made since my journey with PN
(Parenteral Nutrition) began.
PN has been my lifeline since 2006
and - while I find it emotionally
difficult to deal with - I would not be
alive without it. Love it or hate it is
not an option. Support is essential
for everyone on Home Parenteral
Nutrition (HPN), although some
people require more in-depth support
than others. Individuals on HPN are
so diverse and come from such a
wide variety of backgrounds. Some
live in housing that requires many
adjustments to accommodate this
new regime. Others seem to have the
space necessary for all the equipment
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that accompanies this lifestyle and
simply have questions they would like
answers for.

I feel strongly about patient support
from a non-professional point-of-view
and therefore I volunteered myself
as Scottish Ambassador for PINNT.
Ready to help by simply being a
listening ear on the end of the phone
or visiting in hospital before discharge
to put a new patient’s mind at ease.
Or even just putting patients in touch
with each other. Often new patients
have questions that they feel unable to
approach their nutritional team with
because they believe it isn’t important
enough; although the truth is that
some answers would give them a little
peace of mind.
We’ve all been there, good times as
well as the bad. Patient support for
each other is at the heart of PINNT.
My aim is to set up a meeting for
everyone on nutritional therapy
and gradually build a group for our
Scottish members. I am not alone in
this venture as Ashley Stewart will join
me as the other Scottish Ambassador
and I am sure you will hear from
Ashley in due course.
Janice Wheeler

A feat of endurance

W

My husband Adam, who is on
parenteral nutrition, had an incredibly
challenging time last year, going
through open heart surgery to have
an artificial superior vena cava put in
where years of lines and surgeries had
caused the artery to collapse. He then
had to battle two massive blood clots,
amongst other things, so as hard as I
think running a marathon is, I know
it will never come close to what he
goes through daily - like so many of
you who are reading this.

hen I completed the Brighton
Marathon in 2015, I was
certain it would be my first and
last marathon! But fate decided to
intervene and when I got a place in
the London Marathon 2016 second
time lucky, I knew I couldn't turn
it down as ballot places are so
coveted. The bank I work for
sponsors the Chicago Marathon,
so I decided to run that one in 2017
and suddenly, I've found myself
on a journey to become an Abbott
World Major Marathons Six Star
Finisher; a challenge to complete
the big six world marathons London, Chicago, Berlin, New
York, Boston and Tokyo. I am not
a natural runner, nor am I superfast, so I cannot describe how
tough this challenge is for me! But
one thing that always motivates
me, no matter how tough it gets, is
to be able to raise money for great
causes, so I have been delighted
to be able to show my support for
PINNT by raising funds through
my running!

get together to raise money for two
charities very close to our hearts PINNT and MIND.
I cannot describe my elation when
I crossed the finish line in Central
Park. It was an incredible race with
the most phenomenal atmosphere
- a truly emotional experience that I
will always remember with fondness,
even though it was the hardest race
I've ever run, and I was very close to
collapse at the end!
I took nearly two months off running
after New York, but I am now training
for the Boston Marathon in April and
then I hope to complete my challenge
in Tokyo next year if I am lucky
enough to get a place. I truly hope
that I will be able to complete this
challenge as planned, and by the time
I do, I hope I will have been able to
raise even more money for PINNT!
Mary

I ran the Berlin marathon in September
with a calf injury. It was very painful,
but the calf held up and I managed to
finish - always reminding myself how
lucky I am to not have longer term
health issues impacting me. I was set
to run the New York marathon seven
weeks after Berlin, so it was touch
and go whether I would be able to get
out there and participate. I rested as
best I could whilst trying to maintain
my fitness by doing other exercise. I
was running with my colleague and
friend, Alim Khalique, who was also
finding the training tough as this was
his first marathon, so we decided to

PINNT and BAPEN
We welcome the newly elected President of BAPEN, Dr Trevor Smith.
As PINNT is a core group of BAPEN and a founder member of the Association,
we continue to play an active role within BAPEN.
There are several patient projects that will begin during 2019.
We will invite members to comment and take part as and where we can – watch
this space!
PINNT Chair and BAPEN President, Harrogate 2018
‘BAPEN President supporting #verify’
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T

hank goodness it’s over!
The hype and build-up to
Christmas really aggravates
me. I try to smile sweetly and
join in the festive-fun, but it is
so hard when just as everyone
else sits down to tuck into their
dinner I suddenly feel like the
elephant in the room – the
person who cannot eat. A sip of festive fizz at
least allowed me to raise a glass and say ‘cheers’
with everyone, but that was it, my only part of the
festive meal.
There is much advice available: ‘Watch a DVD’, ‘Go and
watch TV in another room’ or ‘Do whatever makes you
feel comfortable’ – that’s all well and good but I still resent
the fact that I can’t eat. There, I’ve said it; thankful I have
my feeding to keep me alive, but I don’t enjoy that, it’s a

The elephant in
the room
necessity. Well-meaning comments and suggestions really
don’t help. As I said, thank goodness it’s over.
The trouble is, with one celebration over there are more to
come throughout the year, how will I cope? Will I ever be
able to sit around the table and not resent each mouthful
my family and friends enjoy?
Anonymous
Ed says: Does anyone else reading this feel the same way?
And, if you do so, please can you share by sending your
story (anonymously or otherwise) to comms@pinnt.com
We’d also love to hear if anyone has found a useful way of
coping with this issue.

Self-love

S

omething we all suffer from,
from time-to-time, is the
unhealthy habit of comparing
ourselves unfavourably to others;
let’s be honest this is not new but in
the age of social media, it is more
visible and potentially provocative.
It is also more difficult to escape
from and it is certainly not a good
place to be mentally.
When we assume that others are
somehow superior to us or that their
life is much better than ours, we do
ourselves and, inadvertently them, a
huge disfavour. The truth is that no
amount of social media can reveal what
someone else is really thinking and
feeling. Simply because someone has
been on an expensive holiday or won an
award does not mean that all is well in
their mind, body and soul.
It may seem challenging but each of
us needs to learn to love ourselves
unconditionally. If you don’t know what
I mean by this consider the love you may
have for your child (if you are a parent)
or for a beloved pet or elderly parent
or best friend or deeply-loved partner
or spouse. Think of the compassion
you would show them if they made a
mistake or didn’t live up to society’s
expectations.
Often, we seek outside approval to feel
good about ourselves – thinking that
we must achieve this, achieve that, be
constantly busy and travel and win
awards or seek applause to have lived a
worthwhile life. This is simply not true.

14

For generations human beings lived very
simple lives where they didn’t travel,
have hobbies, careers or win awards.
Does this make them any less worthy of
life than the rest of us? Of course not. A
life worth living is what you feel is right
for you. A life worth living can be simply
appreciating the beauty you see outside
your window, listening to a beautiful piece
of music, giving and receiving love from
close friends or family. Getting through
each day with grace and acceptance of
whatever situation you find yourself in.
People living on Home Artificial
Nutrition are no different from any other
human being in their hopes, aspirations
and dreams. Not everyone on HAN
wants to go skydiving or travelling to feel
fulfilled – some people yearn for a simple
life. This does not make you any less
worthy of love and respect than anyone
else. It is important to tune in to what
you feel is important and sometimes
shut down the noise outside that tells
you how you should be. None of us is
here forever so it’s up to us as individuals
to discover what makes us feel whole
within any perceived limitations that life
bestows on us – but we need to love who
we really are and try not to compare
ourselves to others, as difficult as that
may seem at times.
My suggestion is to spend some time
thinking about what you really like
about yourself and, if you had no one
else to compare to, what would you be
happy doing? Try to tune in to who you
are, not who you think you should be.

There are some books that I would like to
recommend, which can help us to look at
life in a different way.
Conversations with God – Neale Donald
Walsch (this is not a religious book, in case
the title puts you off – it challenges our
ideas about the nature of the universe and
what we perceive as good and bad).
Mans’ Search for Meaning – Viktor E Frankel
(This chronicles Viktor’s experiences at
Auschwitz Concentration Camp and
details how, when everything is stripped
away from you, you realise the only real
control you have in the world is how you
choose to respond to situations and events
that occur in your life - which are outside
your control).
The Power of Now – Eckhart Tolle (Being
present-minded, not focusing on the future
or the past and feeling enough).
And, finally, a website which offers some
profound insights into life and the way
we think about and process things. Hack
Spirit, www.hackspirit.com – you can
sign up for free inspiration in your inbox
– practical tips and strategies to live a
more meaningful life – without telling you
to simply ‘think positive’ all the time!
All the books recommended above are
available at major bookstores or through
Amazon UK or on Kindle. If any
readers have books that they would like
to recommend, please do send details in
to secretary@pinnt.com so that we
can pass them on to our readers. As I said
these are simply suggestions and you may
have others. Please do write in with your
thoughts.

Julie

Safehands holidays

S

afehands holidays offer breaks to anyone with
a disability or requiring care in the comfort
of their two well-equipped hotels situated in
Blackpool and Llandudno in North Wales. The
company can provide complete care packages to
visitors which range from personal care to social
and leisure support. Safehands has specialised
in the delivery of all aspects of care for the past
20 years and, as a result, is able to offer a range
of solutions to clients regardless of their age or
disability.
And, they are offering readers of PINNT Online Newsletter
a £50 per person discount on any of their holiday packages
booked in 2019. When booking quote ‘PINNT Online
Safehands holiday offer.’ Please do not share this offer with
non-PINNT members, if you quote the offer, they may check
with us. http://safehandsholidays.co.uk/
Please discuss your personal needs with Safehands staff
before booking your holiday with Safehands to ensure
that they can cater for your specific needs.
Disclaimer: PINNT has not visited the properties, nor
do we profit in any shape or form from any bookings
PINNT members may make. We strongly recommend
you take out travel insurance for UK holidays.
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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:
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.
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 020 3004 6193 for
further information.
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Small drip stand

Feedback on the
central venous
catheter survey

Having reviewed the production of a new small drip
stand, we have concluded that given the diverse needs
and expectations of patients, we are unable to take on
the development of a new small drip stand. Having said
that, we are talking to homecare companies who are keen
to produce one, PINNT will most certainly support their
project. If it progresses and a new stand is developed,
we’ll let you know.

The survey results presented at the BAPEN (British
Association for Parenteral and Enteral Nutrition)
annual conference in November 2018
Having considered the best way to present this, we feel
it will need to be uploaded onto the website. It doesn’t
translate very well in print, plus it will take up much of
the newsletter. We will let you know when it’s been added
to the website.

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.
We have been overwhelmed with the donations made
during the membership renewal period. There are too
many to list. As we do not charge a membership fee; we
really appreciate each and every donation.
During HAN week last
year, a Tombola stall
was run by the nutrition
team in Glasgow Royal
Infirmary. As always, it was a huge success. Janice
and Ashley went along on the day to help. They
raised enough money to donate £120.00 to
PINNT and spent £20.00 on a raffle prize for the
ward Christmas raffle. PINNT was delighted to
donate this prize.
This year during HAN week, Janice and Ashley
will be asking people to support the event by
gathering donations for the tombola. They will
be working with the nutrition team to make 2019
the biggest and best tombola so far!
To everyone who attends regional or local
events and buys raffle tickets - ‘Thank you’
- we really appreciate your support.
As previously reported, the variation in the boxes used by
PN homecare companies varies. It’s confusing for patients
when they talk to each other, also social media can give
the wrong information when people quote the validation
of their boxes, not realising that each company may be
different.
We are supporting some work that NHS England are
doing, to try and achieve the best possible packaging both
for transportation as well as the longest and safest time that
compounded PN can be stored in the box. It’s essential
that the feed is not compromised during transit. Currently it ranges from 24 – 72 hours between different company
packaging.
We will update you once we have news, it may take a while though!

Validation for cold-chain
boxes supplied by PN
(Parenteral Nutrition)
homecare companies
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VNT (Virtual Nutrition Team) guidance
Good news – the VNT guidance documents
are now available upon request in a printed
format. The current topics are:
•	Dental care for people on EN (Enteral
Nutrition)
• Microblading and tattoos
•	Muscle cramps and
Parenteral Nutrition)

HPN

(Home

•	Swimming with parenteral or enteral
nutrition
•	Prepping line for Taurolock™ and
PosiFlush™
•	Use of Biopatches® and port protector
caps (PDF only on the website)
If you would like to receive a copy of a guidance document or more than one, please email:
comms@pinnt.com or telephone: 020 3004 6193. State which one(s) you require, provide your full name
and address along with your membership number.

HAN (Home Artificial Nutrition) week 2019
SAVE THE DATE
Our seventh HAN week
5 – 11 August 2019
Theme for 2019

Keep an eye on the website, social media and direct contact from PINNT for
further information.

Your charity
needs you!
We are looking for members who are willing to take part in HAN week.
It may involve being part of a video or sharing your story, along with the usual social media activity.
Contact us now if you want to get involved: comms@pinnt.com – subject: HAN Week 2019
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Don’t despair

I

ended up, after 48 years of struggling with
Crohn’s disease, having most of my large and
small bowels removed, leaving me with a highoutput stoma and requiring parenteral feeding
for twelve hours every night, for the rest of my
life. Sure, I was shocked and very depressed but
managed to overcome these feelings and build
confidence and resilience in dealing with the
problems that many PINNT members similarly
experience. However, age (I’m now 75) takes its toll
and everything seemed to get harder and harder.
Last year, after several major stoma leaks and
private sadness in my life, I realised that I was
feeling worse every day and wishing my life was
over.
Having experienced depression before, I recognised the
symptoms and before they totally engulfed me, I had the
sense to go to my GP. I cried and poured out my misery
to him and to his credit he took me completely seriously.
I expected anti-depressants, which indeed he prescribed
but he also referred me to the local mental health team.
I was a bit shocked at that but thought I might as well
go along with their help, thinking it would not make any
difference but at least I would be able to say I had tried.
I was assigned a case worker who visited me at home.

She was lovely and felt like someone I could trust. I was
asked if I would be willing to meet a psychologist for an
hour a week for 12 weeks, which I agreed to.
The first few sessions inevitably had me crying and
thinking it was a waste of time. I was given various
tasks, mostly thinking about various written questions or
recording my feelings, etc. but also advice for improving
my daily life, with the help of friends and family who
I needed to confide in. The worst thing is to keep
depression secret - how can you get help if you don’t tell
anyone you need it? I told the psychologist that I loved
music but not to just listen to alone. Encouraged by him
I joined two completely different choirs and a recorder
ensemble.
Anything I am asked to do, I consider very carefully and
think about whether it will affect my mood or become
a burden. I still do many voluntary jobs but resist taking
on anything more difficult. I finished the talking therapy
and feel so much better. I use breathing techniques to
get to sleep and I’ve been sleeping better than I have for
many years.
I often read pieces on the forum from those recently told
they must feed artificially for life and I hear the despair
in their voices. Don’t let yourself fall into depression
- speak to anyone you trust and enlist help from every
quarter. Most of all, remember that you’re one of many
struggling with long term difficulties and we all have
despairing moments - but with the right help, you can
live a productive and fulfilling life.
Sarah

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: info@pinnt.com and put ‘Restaurant Card’ in
the subject box. You can also telephone anyone listed on the back cover.
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: scottee@pinnt.com
North West:
East Yorkshire and Humberside (HPN) only:
11th June 2019, 11.30am - 2.30pm
19th September 2019, 12.30am – 2.30pm.
22nd October 2019, 12.00 noon - 3.00pm.
All Saints Church Centre, 2 Vicarage Road, Hoole, Chester
Castle Hill Hospital, Hull University Teaching Hospitals NHS
CH2 3HZ
Trust, Queen’s Oncology/Haematology Seminar Room.
Leicester:
Birmingham:
30th March 2019, 10.30am - 12.30pm.
Thorpe Astley Community Centre, Lakin Drive, Leicester LE3 3RU 12th April 2019, 1.30pm - 3.30pm.
Lecture Theatre 3, Education Centre, Queen Elizabeth
South West:
Hospital Birmingham, Midelsohn Way B15 2GW
4th June 2019, 2.00pm - 4.00pm.
Scotland/Glasgow:
Best Western Passage Hotel, Templar Room, Hackney Lane,
2019 dates to be advised
Kingsteignton, Newton Abbott, Devon TQ12 3QH
We are hoping to announce new Ambassadors and shared meetings with the Hope Hospital in Manchester in 2019.

PINNT Ambassadors

Please contact us for information, support or just a chat
East Anglia:
Tracy Hill.
Tel - 01945 780909 - Email: thill@pinnt.com
Sylvia Cottee.
Tel - 01223 880616 - Email: scottee@pinnt.com
North West:
Liz Taylor.
Tel - 07801 650067 - Email: ltaylor@pinnt.com
South Wales:
Paul Phillips.
Tel - 07802 429872
Norwich:
Jackie Riseborough.
Tel - 01263 710774
South East:
Rhian Howells.
Tel - 01635 273710
Email: rhian.howells@berkshire.nhs.uk
Birmingham:
Gaynor Morgan.
Email: gmorgan@pinnt.com

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 2890704
Email: philip.roberts@lnds.nhs.uk
Bristol:
Julie Barker.
Tel - 0117 342 7515
Email: julie.barker2@uhbristol.nhs.uk
East Yorkshire and Humberside (HPN Only):
Philippa Macelhinney. Tel - 07827 937025
Email: philippa.macelhinney@hey.nhs.uk
Scotland:
Janice Wheeler and Ashley Stewart.
Email: scotland@pinnt.com

WEBSITE ADDRESS

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

