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It’s time for the second issue of Online.
There is a lot of content, which we hope
you enjoy. As we prepare for our 35th
Anniversary and Home Artificial Nutrition
(HAN) Week, 1–7 August, we are also
planning, albeit at the last minute, a face to
face gathering on 6 August in Durham. More
information is within the newsletter on pages 11-13.
It’s good to hear from members; we endeavour to help as much
as possible where we can. Our agenda is varied, and although we
know our limitations we strive to report on as much as possible.
So, as we launch a new PINNT Award, see page 3, and invite
nominations, we hope you can think of at least one person, group
or establishment worthy of your time to submit a nomination for.
HAN Week will feature a variety of activities. If you would like to
share your story in the written form or via video, then please let
us know.
So as we head into summer, we hope you all stay safe and enjoy
your copy of Online, Issue 2, 2022.
Carolyn
Chair, PINNT
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PINNT launch a new Award
Nominations are now open for ‘The Tracy Hill Patient Champion Award’.

Background: Tracy Hill was a volunteer and
staunch supporter of PINNT for over 23 years.
She was diagnosed with superior mesenteric
artery syndrome and neuropathic small bowel
pseudo-obstruction, leading to home parenteral
nutrition (HPN). Sadly Tracy passed away in early
2022 and we are proud to launch this award in
her memory.
During Home Artificial Nutrition (HAN) Week in
2019, Tracy shared her story. Here is an extract:
“I’m not saying it’s easy, far from it. Personally,
I believe mind over matter can make a big
difference! Having medical conditions isn’t
something I’m pleased about, nor having PN, but
I can’t change it, I’ve learnt to live with it and
enjoy what I can do rather than what I can’t do.”
It was her determination and spirit that enabled
her to demonstrate exceptional commitment to
championing what people in similar situations
could achieve. Tracy believed that illness and
artificial feeding was not a competition, everyone
should be encouraged and supported to achieve
their own goals.
Tracy delighted in spending time with her family
and friends, being part of special occasions, and
travelling to represent PINNT wherever she felt
she could make a positive difference.
Award criteria:
An individual, a team or an establishment who
has championed the cause of an individual or
group of people on home artificial nutrition, and
related directly to their treatment, personal goals
and ambitions while on home artificial nutrition,
i.e. someone/a group who has/have gone the
extra mile.
Who can nominate? You can self-nominate,
or nominate an individual who has shown care,
compassion and support to people or a person
living with artificial nutrition within the UK.
Who can be nominated? Anyone who meets
the criteria. A family member, a friend, an
individual healthcare professional (hospital or
community based), a carer (paid or unpaid),
a clinical team, a homecare nurse/employee,
homecare supplier, the list is endless.
What information is required about
the nominee(s):
• Their name(s).
• How you know them.
• The reason(s) why they would be a
worthy winner.

• How they meet the
relevant criteria.
• At least one example that
demonstrates their caring
and compassionate nature.
What information is
required about you:
•
•
•
•

Your full name.
Your email address.
Your full postal address.
A contact telephone number.

How long should the
submission be? No more than
one side of an A4 sheet of paper,
1000–1200 words max.
How to submit a
nomination:
• You can send it via email to:
comms@pinnt.com
• Or post it to: PINNT, PO Box
3126 Christchurch, Dorset
BH23 2XS
Closing date for nominations:
Monday 18 July 2022, by 5 pm.
If you have any questions relating
to the nomination process,
please do not hesitate to contact
PINNT via one of the following:

Phone: 020 3004 6193
Email: comms@pinnt.com
Terms and conditions
• An individual can submit more
than one nomination for
different candidates.
• PINNT will establish an
independent panel to
review nominations. It will
comprise of PINNT trustees,
Tracy’s daughter, and two
independent members.
• The award will be announced
and presented during Home
Artificial Nutrition (HAN) Week
2022; 1–7 August.
• The award, which is being
designed and produced ready
for the announcement, will be
presented to the recipient. If
they are not available for the
presentation PINNT will ensure
it is delivered personally to the
recipient.
• There is no cash alternative to
the award.
• The judging panel’s decision
will be final.
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Top Tips Guide
launched
Ever been
stuck with a
blocked tube?

What if I have my own
tips about living with
an enteral tube?

Living with an Enteral Tube: Ever been stuck with a
blocked tube? Unsure how to tape your naso-gastric tube?
Struggling to store all those feed supplies?
Being an enteral tube user comes with many questions
such as these. When we first get a tube, health
professionals give us the basic information and send us on
our way, but there is so much more to managing a tube
than these basics. Most of us pick up along the way our
own tips, tricks and techniques of what works (or doesn’t!)
in the real world. The little things we do that make it just
that bit easier, the things you can only really know by living
with a tube. Wouldn’t it be great if you could pick up all
that expertise learnt along the way from day one?
PINNT is excited to release its ‘Top Tips Guide –
Living with an Enteral Tube’, which aims to do
exactly this!
The aim of the guide will be to troubleshoot problems
around enteral tube use and to act as a source of ideas for
living well with a tube. We also hope this guide will be a
useful resource for discussions with health professionals,
ensuring you have the right information to hand in order
to help them help you. We recognise that tube users are
the experts on their own conditions, and that the best
knowledge on managing an enteral tube only comes
from really living with one and experiencing any problems
yourself. It is this wealth of experience and knowledge that
we have drawn on to create this guide.
What is covered in the guide? The guide is a collation of
tips collected from PINNT and Gift UK members (a charity

for people with Gastroparesis). The topic areas range from
practical things such as feed setup and unblocking tubes,
to lifestyle factors such as what to take when going out.
We have also included topics that focus on feeling good
about your tube, as this is a really important aspect of life
as an enteral tube user. The guide will relate only to nonclinical aspects of managing tubes and should not replace
advice given by medical professionals.
Who is the guide aimed at? We hope the guide will be
useful to both new and existing enteral tube users, as a
place to go to troubleshoot problems, answer questions,
and as a source of inspiration for improving life with
your tube.
Where can I find the guide? PINNT members will be able
to download a copy of the guide from the members area
of the PINNT website. We hope to print some copies, so
please let us know if you would like a printed version.
What if I have my own tips about living with an
enteral tube? We would love to hear your tips and tricks –
the guide relies on your expertise! We hope to update the
guide periodically if we get enough new content. There are
some key areas highlighted throughout the guide where
we know further tips would be appreciated. Equally, if there
is a specific question you would like tips on, please send it
in. Please send tips or questions to: kpett@pinnt.com
We would like to thank all PINNT and Gift UK members
who have contributed tips so far which have allowed us to
put together this guide. It would not have been possible
without your input. Thank you!

Clarification and correction
We previously stated that, under the new arrangements following the UK’s departure from the EU, the personal
allowance for (medical) food was 10kg. We wish to clarify that the allowance is actually 2kg. We fully appreciate
the impact this will have. Please read the feature on page 20 for further information.
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News from NICE

We are delighted to announce that following a single technology
appraisal by the National Institute of Care Excellence (NICE),
Teduglutide* (Revestive, Takeda) [ID3937] for the treatment of short
bowel syndrome, has now been approved and is ‘indicated for
the treatment of patients aged 1 year and above with short bowel
syndrome (SBS). Patients should be stable following a period of
intestinal adaptation after survey. See www.nice.org.uk/news/article/
nice-recommends-potentially-life-changing-treatment-for-peoplewith-short-bowel-syndromes for full details.
This will offer hope for people with SBS on home parenteral nutrition
(HPN), where clinically indicated, as until now there has been no
viable therapeutic alternative to parenteral nutrition (PN). We know
PN comes with benefits, but it is also a huge burden not only for the
person on PN but also for family, parents and carers.
We believe this is truly a game changer! As PINNT had a patient
expert during the process, which was challenging, we were

determined to advocate for our members who
will benefit following this decision. We wish
to express a big thank you to members who
contributed personal stories, lived experiences
and personal testimonies, which served to
strengthen the process from start to finish.
Wish to know more about Teduglutide? The
only people who can discuss and identify those
suitable for the Teduglutide will be the clinical
team looking after the patient. Please speak to
the usual clinical team.
*Teduglutide (Revestive) is a man-made form
of an amino acid that affects the processes of
growth and function of cells in the stomach
and intestines. It is used to treat short bowel
syndrome in children and adults.

Donations
Thank you for all your thoughtful donations. These come
in different ways; general donations, special events,
in memory of loved ones as well as regular donations
received directly into the bank. We are sincerely grateful
for every donation we receive.
Ways to donate to PINNT:
• Send a cheque made payable to PINNT,
to: PINNT, PO Box 3126, Christchurch,
Dorset BH23 2XS (please put a note in
stating that it is a donation)
• Via PayPal www.pinnt.com/Donate-Options/PaypalDonation-and-Payments.aspx
PINNT Online Newsletter - Issue 2 - 2022
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Home Parenteral Nutrition Services in England

Information for patients and carers (May 2022)

About this update:
This information for patients and carers
has been produced by members of
the Home Parenteral Nutrition Clinical
Advice and Management Group to
provide an update on Home Parenteral
Nutrition (HPN) services
in England.
The Clinical Advice and Management
Group is an expert and multidisciplinary
panel of doctors, nurses, dietitians and
pharmacists who review applications
for compounded HPN for adults and
children in England.
What is the current position with
HPN Services in England?
Over the last few years there have
been significant challenges faced by
all homecare companies providing
HPN services in England. These have
included a reduction in manufacturing
capacity to meet regulatory standards
and continued staff shortages, in both
clinical and logistics roles. This has been
made more challenging by COVIDrelated absences over the past two
years. The number of patients needing
nursing support has also increased,
with companies finding recruitment a
continuing challenge.
The demand for compounded parenteral
nutrition in England has frequently been
higher than companies have been able
to meet. Increasing capacity requires
significant investment, recruitment
of a skilled workforce and regulatory
standards to be met. Taken together,
this means that an increase in the supply

of compounded parenteral nutrition products can only be delivered over a long-term
timeframe, and companies currently lack the ability to ramp-up supply to alleviate
acute pressures.
What action is being taken?
We have taken clinically led decisions and action in response to continued challenges
in the manufacture and provision of compounded HPN to ensure that patient care is
safeguarded:
•	Where deemed clinically appropriate, some adult patients have been switched
from compounded parenteral support to multi-chamber bags (MCBs), to ensure
that patients continue to receive the parenteral nutrition they need
in a safe way.
•	For new patients, clinical teams are being asked to consider two additional
regimens – supplemented (vitamins and trace elements added to an MCB) or
hybrid (part compounded, part MCB). To be matched to a hybrid regimen your
clinical team will consider your weekly requirements and then match them with
some compounded bags and some MCBs. The more patients that can be clinically
assessed to be safely matched to a hybrid or supplemented regimen the more
compounding capacity will be released which can be distributed to patients whose
prescriptions cannot be closely matched to these regimens.
•	Hospital Nursing teams are collaboratively reviewing patients receiving
nursing care, with a view to offering patients an opportunity to receive line care
training to enable them to self-administer their PN where appropriate. This can
provide patients with greater independence and quality of life, e.g., daily activities
will not be interrupted by the timing of nurse visits. Where possible new patients
will commence line care training in hospital whilst awaiting discharge.
What steps should patients take?
Against the backdrop of the current challenges, every bag and every nursing
visit counts. We are asking all patients to be extra vigilant with their PN infusion
prescriptions and to let their clinical team know if the PN prescription or scheduled
nursing visits are adjusted in any way, enabling supplies and staff time to be utilised
as efficiently as possible, for the benefit of all patients.
We hope this update provides some reassurances that a range of steps are being
taken to minimise the impact of current challenges to what we know are vital
services for patients. If you have any specific concerns, please speak directly with
your hospital team.
Home Parenteral Nutrition Clinical Advice and Management Group
May 2022

PINNT’s private Facebook group
or those of you who are new to PINNT, we run a private
Facebook Page for full PINNT members and their family or
carers (please note you must be a full or associate member to join).
It is a good place to share your thoughts on living with HAN or ask
questions of other members.
Please note:
•	This page is not for healthcare professionals or industry members.
•	You cannot invite people to join the group. Individual PINNT
members must submit a personal request.
If you would like to know more about joining please
email: comms@pinnt.com or visit the page below:
6
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www.facebook.com/groups/pinntclosedmembers

TRAVEL AND
HOLIDAY
GUIDELINES

• Overview of the process for travel and holidays
• Parenteral and enteral feeding
• Holidays in the UK and abroad
How to order:
Telephone: 020 3004 6193
Email: support@pinnt.com
PINNT Online Newsletter - Issue 2 - 2022
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Talking Points 2, part 2
Travel Insurance companies

•

When it comes to travel insurance, we strongly recommend you seek
cover as soon as you book your holiday.

•

Please do not base your decision making on the cost of the policy,
ensure you read the cover the policy offers you.

Please read our leaflet Talking Points 2 – Travel Insurance in addition to this leaflet. We also have
Talking Points 1 – Considering Travel, Talking Points 4 – Travelling with Parenteral Nutrition
within the United Kingdom and PINNT Travel and Holiday Guidelines in conjunction with this
information.
PINNT does not recommend any specific insurance company as we have no idea what is being
declared and who will be included on a policy. However, we offer you a list of companies that PINNT
members used to gain appropriate insurance for their travel.
In addition to the companies listed in Talking Points 2 – Travel Insurance, we offer the following
companies for you to consider and obtain a quote based on the information we provide in
Talking Points 2 - Travel Insurance.

Talking
Points, part
2: insurance
companies

World First
www.world-first.co.uk
Tel: 0345 90 80 161

Insure and Go
www.insureandgo.com
Tel: 0800 198 0198

Worldwide Travel Insurance
www.worlwideinsure.com
Tel: 01892 833338

AllClear
www.allcleartravel.co.uk
Tel: 0800 077 777

Fish Insurance
www.fishinsurance.co.uk
Tel: 0333 331 3770

Free Spirit
www.freespirittravelinsurance.com
Tel: 02392 419 080

Staysure
www.staysure.co.uk
Tel: 080 281 3100

Travel Insurance 4 Medical
www.travelinsurance2medical.co.uk
Tel: 0345 90 80 121

All our travel and holiday information is available free to PINNT members. Printed copies
may be requested, but please note they are all available in the Members’ Area on the website.
If you have used a company you can suggest that may be helpful to other members, please let
us know.

If you need travel insurance and do not know
which company to try, PINNT is happy to share
the following list. PINNT acknowledges that it
is not a comprehensive list of companies who
will cover conditions which necessitate
artificial feeding.

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

How to order:
Telephone: 020 3004 6193
Email: support@pinnt.com

Congratulations to our PINNT Prize Pot winners!
1st draw, 31st March 2022
1st Prize; No 006 – Herbert Bailey - £61.50

2nd Prize; No 041 – Kimberley Pett - £36.90

3rd Prize; No 066 – Kerry Hunt - £24.60

Celebrated 30 years in 2017
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PPP
winners
March
2022 draw
We are delighted to share the winners
of the March 2022 draw of our PINNT
Prize Post (PPP) Club.

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

TALKING POINTS
1 AND 2

Talking Points 1
• Aimed at starting a discussion with your healthcare team and the
homecare company about a potential trip or holiday
• Practical aspects you should consider
• General consideration points

Talking Points 2
• Purchase travel insurance ‘as soon as you book’ a trip or holiday you
wish cover for!
• Reminder about the new GHIC card
• Consideration points to aid purchasing the right insurance policy for
you and those travelling with you

How to order:
Telephone: 020 3004 6193
Email: support@pinnt.com
PINNT Online Newsletter - Issue 2 - 2022
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Government
announcement:
Cost of Living

Corrected as of 26 May 2022

Help with Energy Bills: Households will get £400 of support with
their energy bills through an expansion of the Energy Bills Support
Scheme. This will go straight to your bill. It will be paid from
October 2022.
Help for those on Disability Benefits: Approximately six million
people across the UK who receive the following disability benefits:
Disability Living Allowance, Personal Independence Payment,
Attendance Allowance, Scottish Disability Benefits, Armed Forces
Independence Payment, Constant Attendance Allowance, War
Pension Mobility Supplement, will receive a one-off payment of £150
in September 2022.
Help for those on means tested benefits: More than eight million
households on means tested benefits, Income Related ESA, Universal
Credit, Income Related Job Seekers Allowance, Income Support and
Pension Credit will receive a payment of £650 this year, made in two
instalments, one from July and one in the autumn. Working Tax Credit
and Child Tax Credit will also receive this but after other benefits to
avoid double payments.
Help for Pensioners: Pensioners getting Winter Fuel Payment will
receive an extra £300 on top of their current payment. People will
be eligible for this payment if they are over State Pension age, aged
66 or above between 19 – 25 September 2022. There are certain
circumstances where an individual above state pension age does not
10
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qualify for the Winter Fuel Payment, which can
be found on gov.uk: www.gov.uk/winter-fuelpayment/eligibility
Help available locally: The Government is
providing an extra £500 million of local support,
via the Household Support Fund, which will be
extended from October 2022 to March 2023.
Councils have control over how they spend this
money. To find out more about the Household
Support Fund contact your council office.
Notes:
• To qualify you must have been in receipt of
the benefits on 25 May 2022.
• You can receive more than one of the above
payments.
• The payments will not have any impact on
existing benefit awards, will be tax-free and
will not count towards the benefit cap.
Full details can be found via this link:
www.gov.uk/government/publications/cost-ofliving-support/energy-profits-levy-factsheet26-may-2022

PINNT Day

Supporte by The Newcastle
Supported
ewcastle upon
Tyne Hospi
Hospitals NHS Foundation
undation Trust
HPN & IF team

Back after 2 years!
PINNT is heading to Durham for a dayof
networking, information sharing and fun ~ come and join us!
Our local Ambassadors, Amy and Ezekiel, and PINNT look
forward to welcoming you.
When:

Where:

Time:

Saturday 6 August 2022

Radisson Blu Hotel, Durham

11.30 am – 3.30 pm

Venue

Radisson Blu, Durham
Frankland Lane, Durham DH1 5TA
- Dedicated meeting facilities.
- Wheelchair and buggy friendly access.
- Situated on the scenic River Wear close to
Durham’s many natural and historical attractions.
- Free onsite parking for PINNT guests.
- Refreshments and lunch will be provided but it
will not be a main event!
- Reduced accommodation rates at the hotel if
booked via PINNT and nearby accommodation
available if you wish to extend your stay.

FREE to attend – registration required.

The day will include Workshops – clinical experts*, expert patients & carers
– PINNT Corporate partners** – children’s entertainment – safe space for
those who need to have their feed – quiet spaces – communal spaces –
exhibitions – competitions – quizzes – crafts – fashion show – raffle
The full programme will be announced nearer the time.
* No individual advice can be given.
**For information only. No direct sales or appointments can be made with any company or supplier. Always
speak to your own clinical team if you wish anything you are interested in.

Workshops
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Please let us know you are attending by ﬁlling in the form attached.
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PINNT is hoping to have a cycle event at the start of the meeting, to honour the road
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PINNT can offer a private tour of Durham to experience all the amazing sites it has to offer.
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PINNT, PO Box 3126, Christchurch, Dorset BH23 2XS
PINNT, PO Box 3126, Christchurch, Dorset BH23 2XS
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PINNT Day
Supported by The Newcastle upon Tyne Hospitals NHS Foundation Trust HPN & IF team

Thanks for the invitation to the event on
Saturday 6th August 2022 at the Radisson Blu, Durham.
I / we are coming and here are our details…
Name: ______________________________________________________________________
Address: ____________________________________________________________________
____________________________________________________________________________
Postcode: _____________________

Tel No: _____________________________________

Email:

Number of adults

Number of children

Please list name(s) and age(s) of all children attending:
________________________________________

________________________________________

________________________________________

________________________________________

Special dietary requirements: __________________________________________________
If anyone will not be eating, please state their name: _______________________________
(Refreshments will be provided during the event, to respect those who are unable to eat they will be
served discreetly.)

Does anyone in your group have an allergy (i.e., latex, peanuts etc?) or special needs
we should be aware of? ______________________________________________________
___________________________________________________________________________
Do you require car parking? Yes / No
Do you require info about accommodation at the Radisson Blu or nearby? Yes / No
Are you PINNT members?

Yes / No

If yes, PINNT membership number: _________

We need to hear from you no later than 1st August 2022.
Tickets will be issued prior to the event along with a final programme
for the day’s events.
Signed: _____________________________

Date: _______________________________

Print name: _________________________________________________________________

Return via email: comms@pinnt.com or
Post to: PINNT, PO Box 3126, Christchurch, Dorset BH23 2XS
PINNT Online Newsletter - Issue 2 - 2022
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PINNT partner corporate members

In the first of a three-part feature, we are introducing you to some of our corporate members.

We are delighted to be able to support PINNT and we know how
important the work of the group is to its members. PINNT has very
kindly given us the opportunity to tell you a little about what we do.
We hope you find the following interesting and helpful. Nutrinovo is an
independent clinical nutrition company with one aim at its core – to make
simple, innovative products that make a difference to patients’ lives.
Our growing range includes a number of products that do just this, and
are increasingly used by patients who rely on enteral nutrition:

•	ProSource TF and ProSource TF Plant are water-thin liquid protein
supplements that enable patients to easily increase their protein intake
without increasing their carbohydrate intake. Usually given alongside
an enteral feed, each product provides either 11g or 15g of very highquality protein in a small 45ml sachet, meaning that they can be used
without worrying about volume.

•	HyFIBER is a water-thin, liquid fibre supplement that provides 12g
soluble fibre in each 30ml sachet. As with our ProSource TF products,
it can be used alongside an enteral feed and allows for easy tailoring
of a patient’s fibre intake without the restrictions often associated with
fibre-containing feeds.

B.Braun work in partnership with the NHS to provide patients
that require home artificial nutrition treatment with the
support they need in the comfort of their own homes. We
have over 12 years’ experience of supporting patients that
require artificial nutrition in their homes.
As a Clinical Homecare Service provider, our focus is
supporting patients that specifically require Home Parenteral
Nutrition. This includes supply of HPN and any additional
medications, the ancillaries required to administer parenteral
nutrition and the medical equipment required to store and
infuse it, i.e. a medical fridge and infusion pump. We have a
validated cold chain delivery service that uses unmarked vans
to ensure a discrete service for patients. Drivers are trained to
make homecare deliveries which include putting refrigerated
products in the fridge and rotating stock inside the fridge so
that the feed is used in date order.
To supply product to patients at home we have an onsite
licensed aseptic unit where supplemented and compounded
bespoke Parenteral Nutrition is manufactured for both hospital
and home patients. B.Braun also offer a range of standard
multi-chamber bags for patients requiring PN. We have a team
of Pharmacists that specialise in the provision of home artificial
nutrition that work together with Pharmacy Technicians

14
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Ground-breaking new product launched: As
a result of direct patient and health professional
requests, we have recently launched a new product
– a world first – designed to make it even easier to
meet protein needs during enteral feeding.
New ProSource TF ENFit provides all the benefits
of ProSource TF in a unique ENFit compatible
pouch. This means that patients can receive 20g
protein via one simple, safe connection, direct
to their enteral feeding tube – no ancillaries, no
decanting, no syringes – just connect and squeeze.
Of course, having great products is no use without
the support of a great service. We pride ourselves
on being able to provide the health professionals
and patients who use
our products with a comprehensive array of
support. From practical patient videos to an
unrivalled 48-hour sample service, or from patient
information leaflets to an opinion-leader led
podcast education series, we have it covered.

and dispensers to ensure that patients receive their bespoke
prescription requirements safely and effectively.
We also provide nursing support to patients requiring
parenteral nutrition. This is tailored to each patient’s
requirements. We can either train patients or their carer to
connect and disconnect their PN and change their dressing or
provide full nursing support where this is clinically required.
We understand the complexities of the provision of nursing
services in a home setting and the skills and experience
required to provide a safe, caring and efficient service. Our
nursing team provide telephone support to patients 24 hours
per day, 365 days per year, over the telephone for any clinical
concerns they have regarding their connections/disconnections
of parenteral nutrition, including troubleshooting equipment
out of hours.
We work in partnership with patients and healthcare
professionals in the NHS to ensure the transition of care
from hospital to home is a seamless one. Our nursing team,
together with the nutrition teams at the Trust, support with
discharge planning. This includes visiting patients in the
hospital to carry out a pre-discharge visit. A nurse explains
how the homecare service will work and what to expect,
including how deliveries of the parenteral nutrition will work

PINNT partner corporate members - continued

and the nursing support that will be provided. Every patient
will receive a two-hour window for their nurse visit and for
the delivery of their product, which is usually every two weeks.
This provides patients with choice and flexibility together with
freedom and independence.
We regularly receive feedback from patients receiving
home parenteral nutrition. Patient feedback highlights how
important receiving home artificial nutrition is and what it

Micrel Medical Devices are a medical
technology company who develop and
manufacture a full range of ambulatory
infusion pumps and administration sets,
as well as patient infusion control and
monitoring systems for hospital and
homecare applications.
Here in the UK, Inspiration Healthcare
are the exclusive UK distributors of the
Micrel Medical Devices range of infusion
pumps, and together we have one goal
– to ensure that every patient receives
a safe and reliable infusion that allows
them to enjoy a good quality of life.
Home artificial nutrition is at the core
of our infusion business, with the
Micrel Mini Rythmic™ PN+ pump used
by those who require home artificial
nutrition. The device is lightweight and
fits into a backpack, providing patients
with the confidence and freedom to
successfully care at home.
Both Inspiration Healthcare and Micrel
Medical Devices strongly believe in
the ethos of ‘patient first’, putting
the patient at the heart of all we do.
Together, we strive to ensure that we

means to each patient with their own unique circumstances.
Some patients say they value their freedom and independence,
some patients value support, help and re-assurance and some
patients or their carers value the social aspect of contact with
the nursing team and/or customer service team. For B.Braun,
our aim for any patient receiving home artificial nutrition is
to make a positive difference to patients and their families
through compassionate care.

collaborate and communicate with
patients. This collaboration is vital in
guaranteeing that both the product and
service meet the needs of the end users
and allows us to listen to what patient
groups really need, want and expect.
We also endeavour to ensure all pump
users feel empowered and confident
using their ambulatory device and its
accessories, enabling them to live as
independent a life as possible. Our
dedicated Infusion Therapy Support
Team is made up of Product Support
Specialists and Support Trainers, who
all come from a nursing background
and who are passionate about ensuring
that patients feel empowered to use
their infusion device safely. Our team
are extremely adaptable and are able to
deliver training in a variety of different
settings including hospitals, hospices
and patient’s homes. We also work
closely with HPN centres to identify and
recognise any particular training needs
and requirements of the patients in
order to provide effective training.
Whilst undergoing training, our Product

We are Calea, one of the largest providers of
Home Parenteral Nutrition (HPN) in the UK. We
have been delivering this complex service in
partnership with the NHS for over 30 years. We
also provide specialist homecare services for people
with immune deficiency, dermatomyositis and
rheumatoid arthritis.
Our team work 365 days a year to run our service
and try to bring you the nutrition you need. This
team consists of:
Production operators working day and night in
our sterile unit to produce parenteral nutrition

Support Specialist, Rob, saw one of our
elderly patients struggling to get around
with a big drip stand and pump. It made
him realise the challenges patients can
have with mobility and administering
parenteral nutrition. When she was
offered the solution of using a rucksack
and saw the freedom it would give her,
her face lit up! Rob told us:
“I hadn’t been at Inspiration long at
that point, but that quickly helped me
to understand the importance of a truly
ambulatory device; for our pump users
to be free to get up and about and to
live the life they want not needing to
be attached to plug sockets and drip
stands.”
In celebration of the incredible work that
PINNT does, we are always eager to raise
awareness of home artificial nutrition
and have supported it through initiatives
such as the Verify Medical Tag and HAN
week. We are a big advocate of the
work PINNT does, and this is reflected
in the way we work with patients and
the passion we have to give our patients
freedom without compromise.

(PN), Quality Assurance specialists ensuring the quality and control of our
product and our processes, and therefore the safety of people who rely
on the service, and Supply planners who plan the production of PN and
the supply of ancillaries and other medicines.
Pharmacists dispense and check each patient prescription, and work with
your hospital team to ensure you receive the medication you need, and
our Medical Information officers manage the tools that calculate the shelf
life of each bag.
We have a team of discharge co-ordinators working with the hospital
to arrange for your homecare and schedule your pre-discharge visit,
installation visit and training, and resource planners planning and
scheduling nurse visits across the UK as efficiently as possible and
PINNT Online Newsletter - Issue 2 - 2022
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PINNT partner corporate members - continued

managing nurse availability to make sure everyone receives
the care they need. Our nurse trainers train our nurses on all
aspects of your care and regularly update our nurse team with
any product or procedure changes. A large team of nurses
then, in turn, train people to self-care, and provide regular
connections, disconnections and dressing changes where
needed. Our nurses also staff our 24-hour advice line. A
number of our nurses are paediatric specialists.
Patient Service Co-ordinators co-ordinate deliveries and
ancillaries for everyone who uses our services, including the
travel, key holding and sharps collection. Our warehouse staff
ensure everything you need is picked and packed ready for
delivery, and everything has been stored correctly. Our delivery
team works with our third-party delivery partner to ensure the
quality of their service. All drivers are DBS checked and trained
in the complexities of the service.

to make the whole service work. We are also developing and
improving all the time.
We have a range of support materials available, including
materials specifically designed for children dependant on
HPN, to teach them about their condition, therapy and the
homecare service and give them tools with which they can
educate others. We receive great feedback about how this
helps children on HPN:
‘…thank you very much for her pack! She was so excited
when she looked at the colouring book. She said it’s all the
same as me! Such a lovely thing to do, and the colouring book
is a great idea she was so excited pointing out the backpack,
IV pole etc. saying look it’s all the same as mine.’

We have pump engineers regularly servicing our HPN pump
fleet and providing training and troubleshooting advice where
necessary, including specialist support on our own pump, the
Ambix Nova.

We are about to send our annual satisfaction survey to
everyone using our HPN service. We use the information from
this to work with all the internal teams and plan the future. It
is important that we listen to any feedback and share it so we
can learn from the people who use our service and try to make
things better.

We also have digital and communications staff – they plan
communications to yourselves and the hospital staff and
manage the closed Facebook group for patients. We have a
customer facing team who work with your hospital to manage
your care and a leadership team who work with the above
teams to ensure we have the right people in the right place

Calea is part of the Fresenius Kabi organisation and together
we share the vision of “Caring for Life” by aiming to improve
the quality of life of patients both in hospital and at home. We
are very proud of the role we play in ensuring our PN patients
can be treated in their own home and live as full a life as
possible.

NGPOD Global focuses on improving the safety and access
to timely treatment of people who receive enteral nutrition
and medications through nasogastric tubes. We are a UKbased, UK owned company that manufactures for our global
customers in Runcorn, Cheshire.

can receive or take their treatment when they are supposed to
have it, which should mean that their outcomes are improved
and, if in hospital, be able to go home faster.

Our product NGPOD, launched in the UK recently, reduces
the risks associated with checking the position of nasogastric
tubes before they are used to give nutrition, hydration and
medication. NGPOD also reduces the need for X-rays to
confirm nasogastric tube position, which means that people

Home artificial nutrition (HAN) is
undoubtedly a critical and life-changing
therapy. The challenges and adjustments
that patients go through in their lives
when starting HAN are immeasurable.
Surviving on artificial nutrition means
learning how to live your life again in
a completely different way and losing
some pleasurable experiences that many
of us take for granted.
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We are still a small company compared to many involved with
HAN, but despite this, we have always tried to contribute to
the HAN community by supporting PINNT. In 2021, we ran a
series of our NGPODCasts in conjunction with PINNT members
to enable them to explain the impact that using HAN has had
on their lives and how PINNT has helped them. We hope to
continue this in 2022 and beyond.

Thankfully, HAN patients are not on their own on this journey and can always rely on
PINNT for the community and support they can offer, as well as some very dedicated
and determined nutrition nurses.
The PINNT team are on a mission to provide support and understanding to adults,
children and their families who are adapting to life on home artificial nutrition, and
we are proud to support them as corporate partner. We have signed up to support
PINNT’s #verify medical tag, which offers quick and easy verification of genuine
medical equipment to help ease the way for artificially fed people when out and
about. We are happy to support PINNT’s innovation that, together with our portable
Sapphire infusion pumps, can increase confidence to feed outside the home.
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PINNT partner corporate members - continued

We also have the pleasure of knowing and supporting the amazing
nutrition nurses across the UK who are passionate about the work they
do to enhance quality of life for their patients.
Hardip Malhi, Nutrition Nurse Specialist for University Hospitals
Birmingham, shared with us her reason why HAN is so important, during
HAN week last year: “It can be the difference between life and death for
patients. If we have the opportunity to help a patient get home and live
their life, we should be doing everything we can to make that happen.”
Recently, we were proud to be invited by Jo Wakeling to support a patient
day for Royal Berkshire nutrition patients. It was so heartening to see
first-hand how in-person networking events can benefit patients and their
families, especially after the disruption caused by COVID.
We also partner with some of the most important homecare companies in
the UK to ensure that the right equipment is always available to facilitate
delivery of critical, life-supporting medication.
Within our team, we have a range of experience in the world of HAN,
including our Clinical Manager, Ginina Houghton who previously worked
as a nutrition nurse:
“To have had the opportunity to touch so many lives in a meaningful way
was a real privilege of being a nutrition nurse. I am proud to say that I
am still supporting home artificial nutrition through my role as Clinical

Manager for Eitan Medical by providing nutrition
nurses and homecare companies with the high
standard of training required to deliver optimal
infusion care.”
Over the years, we have enjoyed seeing people on
home parenteral nutrition achieve some amazing
and inspirational things, despite their conditions.
We’ve seen young HAN patients complete The
Bupa Westminster Mile to raise money and
awareness for PINNT, with some emotional results!
We cheered on The Gutless Kayaker in 2013 when
he broke his own world record for an endurance
trip surviving on artificial nutrition by kayaking
420 miles from Skipton to Bristol! And, last year,
we saw two PINNT members (one nil by mouth
on enteral feeding) complete the coast-to-coast
kayaking challenge from Liverpool to Goole along
the canals.
Eitan Medical are proud to support the world of
home artificial nutrition with the manufacture and
supply of Sapphire pumps and accessories for safe,
simple and accurate delivery of parenteral nutrition.

NEW PINNT Medical
Tag - #verify
PINNT’s Medical Tag was designed to aid people when out and
about; it’s not just for airports – it’s for use in lots of public
places to provide added verification that the pump is medical
equipment. We are delighted that our new PINNT Medical Tag
is now available to all members who wish to order one for
their rucksack.
It has been updated thanks to the feedback provided by
members. We have taken all the comments on board. Please
note that the previous medical tag is still valid and will still allow
anyone to verify our medical equipment via the QR code or log
in details.
You will receive: 1 Medical Tag, 1 Medical Tag card and a
covering letter.
Applications can be made by: Email: comms@pinnt.com or
write to PINNT, PO Box 3126, Christchurch, Dorset BH23 2XS.
Please include:
• Your full name
• Address including your postcode
• A contact telephone number
• Your PINNT membership number
The Medical Tag will not eliminate the need for you to verbally
explain what condition you have, why you need it and what’s
in your rucksack. It has not been designed to dispense with any
supporting letters you usually have when travelling, especially
through an airport or departure port. Its intended use is to
‘verify’ what you’re saying – you are carrying genuine
medical equipment.

This will be an exclusive offer for PINNT
members, and the Medical Tag will not be
available via any other source or sponsor.
PINNT Online Newsletter - Issue 2 - 2022
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Well, we had fun over the last few months on the Buddies page. We have
celebrated Easter, St George’s Day and Eid. On the 11 April we started our Easter
activities. We had word searches, a maze puzzle, maths problem, an easter
crossword, word scramble and we even had an egg hunt. If you didn’t have a
chance to join in, you can still go to the page and our have a go activities. Along
with the Easter games and puzzles, the Buddies ran an Easter egg competition.
Thank you to all who entered. I think you will agree the Easter eggs were all
great. The Buddies found it hard to pick just one winner, so they chose three!
Well done everyone!
Also, some of our members have been celebrating other occasions. At the end
of April it was National Gardening Week and this lovely picture was posted –
how beautiful. We look forward to seeing the garden as it blossoms.

18
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The Buddies had fun making their memory box in the last topic. This got them
thinking about what things they still want to do but just never get round to
doing. They decided that writing a “to do list” would be a great idea and asked
for everyone’s help.

The list included ideas like:
• Must watch/see.
• Things to do or places to go
for the day.
• Recipes to have a go at.
• Places to travel to.
• What floats your boat
(hobbies and interests to try).
Last but not least, the Buddies are
very excited to introduce their friend
Phat Boi.

Ash

the tiger

Sasuke

the monkey

Morgan
the parrot

Brook

the rabbit

Jessie
the fox
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Travelling to
Europe with
enteral feeds

Background: Following the UK’s exit from the European
Union (EU), some of the rules changed for people travelling
to the EU from a non-EU country in terms of items you can
take into a country with you.
The new regulations set limits and exceptions on certain
items. Generally, they refer to meat and dairy products.
Given that enteral feeds can be milk-based they fall into the
‘dairy’ category; the fact that they are milk-based medical
products does not allow for changes to the rules as they
currently stand.
This is the category that refers to the changes: ‘Exceptions –
baby milk (powdered) and food, food for medical reasons,
special pet feed.’ There are limited amounts on some items
for personal use. Under the terms of these Exceptions the
following is stated:
You can bring a limited amount (less than 2kg) of
powdered baby milk, baby food, foods required for medical
reasons, or special pet feed with caveats:
•	The product does not need refrigeration before use.
•	The product is in commercially branded packaging.
•	The packaging is unbroken unless in current use.
The UK is now considered a third country to the EU and is
therefore subject to the same rules as other third countries
(including the USA). This means that currently there is no
room for the rules to be amended to allow UK patients
requiring medical feeds to enter the EU with more than the
2kg allowed, as they would need to also be amended for
each third country.
Update: PINNT has submitted members’ feedback to the
Department of Environment for Food and Rural Affairs
(DEFRA). DEFRA ministers are aware of the impact the
rules have on people who travel with food for
exceptional purposes.
20
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DEFRA reiterate that anyone travelling should always
declare if food is being carried at the EU borders, and there
should always be an expectation that checks will be carried
out when passing border controls. We know checks are not
consistent, but you must be informed and prepared if you
are checked.
PINNT suggests the following:
•	If you intend to travel to the EU and your homecare
supplier usually delivers to the holiday destination, you
should check as soon as you plan to travel to confirm
their current position.
•	Ask your/your child’s usual healthcare professionals to
provide you with a letter purely dedicated to this topic.
They should state your personal details, where you are
travelling to and why you have the enteral nutrition. They
should clearly state that this is medical nutrition which
has been prepared, packed and sealed commercially. We
also suggest taking a copy of a prescription to support
the volume of feed you will be transporting, where it is
made and who supplies it.
•	Contact the customer support department of any travel
services you have booked to seek guidance from them.
Next steps: PINNT is linking into other patient groups in
Europe and the USA to determine how they have been
managing the regulations.
It may be necessary to lobby the EU Commission directly to
put forward the impact of the regulations. We are currently
investigating all options open to us.
You may find the following link useful, which provides
information directly from the EU: www.europa.eu/
youreurope/citizens/travel/carry/meat-dairy-animal/
index_en.htm if you would like a printed copy of the
information, please let us know.

Parenteral (PN/HPN) SAFETY poster
You can claim your FREE poster as a PINNT member.
Designed for all HPN/TPN adults who go into hospital, to
address key questions about your treatment and care plans.
We have asked parents to review this, so we can
produce a poster for children if there is a need and
input from families.
Request your poster now.
Email: comms@pinnt.com
or write to: PINNT, PO Box 3126,
Christchurch, Dorset BH23 2XS.
You will need to give:
•	Your name
•	Full postal address
•	Membership number
The poster has been endorsed by:
•	NNNG - National Nurses Nutrition Group
•	NIVAS - National Infusion and Vascular Access Society
•	ANTT - Aseptic Non-Touch Technique
•	PINNT - Support and advocacy for people on home
artificial nutrition
Further copies can be purchased directly
from PINNT via support@pinnt.com

Reminders
The latest LITRE panel review: Following the user assessment process,
Looking Into the Requirements for Equipment (LITRE) shared their User
Assessment on the Fresenius Kabi Ambix nova ambulatory pump for parenteral
nutrition. If you missed it, or wish to find out more please follow this link:
bit.ly/35GMLQz

Virtual Nutrition Team
(VNT) Guidance
Your questions answered

Swimming and other recreational water-based
activities with an intravenous catheter or an
enteral feeding tube.

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

Virtual Nutrition Team guidance:
Our VNT is a multi-disciplinary team of
healthcare professionals who form our
Virtual Nutrition Team (VNT). You can
see the team members via this link:
www.pinnt.com/About-Us/VirtualNutrition-Team-VNT.aspx
Our VNT have published guidance
on ‘Swimming and other recreational
water-based activities with an
intravenous catheter or an enteral
feeding tube.’
While the VNT offer the guidance,
they cannot impress strongly enough
that all advice must be tailored to you or your child’s needs and in line with the
recommendations of your clinical team. Any water-based activities carry risks,
but the VNT offer advice and suggestions in terms of care and products to aid
such activities. No product should be used without the prior knowledge and
consent of the clinical team.
PINNT Online Newsletter - Issue 2 - 2022
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Outstanding
Achievement
Award HAN
Week 2022
Last year during Home Artificial Nutrition (HAN)
Week, PINNT’s Executive Committee (EC) established
the ‘Outstanding Achievement Award’ which will be
awarded again during HAN Week 2022.
Home artificial nutrition awareness week is exactly that
– people using different platforms and activities to raise
awareness about the various ways people are fed with
artificial nutrition. We were delighted to see so much
activity, much of it on a personal level, as people shared
their personal lived experiences. Part of the campaign
is to educate other people. Again, we saw posts and
stories doing just that, it was really good.
Please ensure you share or tag us into all your activity so
we can consider you for the Outstanding Achievement
Award HAN Week 2022.

Living with Artiﬁcial Nutrition booklet
Have you requested your copy of the booklet ‘Living with Artificial Nutrition’ yet?
It addresses important issues such as
sex and relationships, low self-esteem,
and the emotional impact of living
with artificial nutrition. It is a highly
recommended read for anyone on
artificial nutrition and for those who
care for someone who has HAN.
Everyone living with artificial nutrition
will have their own experiences but
it’s amazing how many issues and
experiences are common amongst
users. PINNT members can request
one free copy of this booklet by
emailing comms@pinnt.com
When making your request
please include:
• Your full name
• Your PINNT membership number
• Your full postal address
PINNT is now accepting requests from
centres or hospitals who may wish to
order bulk copies of the booklet. Full
information can be found via this link
www.bit.ly/2Kcz8Lg
22
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Hello from Tara
My name is Tara and I’m going to tell you a bit about my
life since December 2014. On 10 December I was in the
shower and, as I went to get out, I had what I now know
to be a stroke and am blind in my right eye, although with
no other lasting effects.
At the time I was seventeen and a half stone and,
being only five foot three, I was very overweight. I then
decided to sort my life out because I wanted to see my six
grandchildren growing up and run about with them playing
games. So, on 13 April 2016 I had a weight loss operation
in France, a mini bypass. On the following Saturday the
specialist doctor who did my operation came to the hotel
to check on me. He was happy and said I could go home,
so myself and my husband, David, drove home, arriving
on Sunday night. On Monday night I was sick, and I tell
you this, it was very nasty. David had to return to work on
Tuesday, so I was home on my own, but my neighbour kept
an eye out for me. I felt really bad. I don’t know exactly
why I rang an ambulance, but when the ambulance arrived
they decided to take me to Shrewsbury Hospital. I was
able to walk from my house to the ambulance, which I
remember, but after that I can’t remember anything else for
about eight weeks.
On the Wednesday after my admission, I was taken to
theatre and the specialist tried to fix me, but the specialist
in France had left a hole and stuffed it with gauze, which
meant l was riddled with poison. Over the period of a
week my husband was told twice I wasn’t going to survive.
For six months my stomach was left open and covered
with a bag. I had four tubes coming out of my stomach
for different things as well. I wasn’t allowed to drink or
eat for about four months. After being in hospital for six
months I was taken to theatre again to see if they could
close my stomach. Luckily, they were able to achieve this.
I was discharged about two weeks later. While being at
home, my health wasn’t great, I should have been getting
stronger but instead I became very weak. The specialist
wanted me back into hospital, so in July 2017 I agreed
to being admitted. I had to be fed via a tube down my
nose into my stomach (nasogastric tube/NG). I had the
NG tube in for 12 weeks. My health hadn’t improved and
the specialist realised my stomach was damaged. The NG
was removed and I then had a catheter placed in a vein for
parenteral nutrition. So, after being in hospital for another
five months, I was allowed home.
I will always have to be fed intravenously with parenteral
nutrition to survive. Yes, I have lost over ten stone, but I
can’t run about with my grandchildren and play games
with them because I’m just too weak. The specialist in
France really didn’t help me at all. I might not have made
it through all of this without the support of my family,
and the great care from my specialist and all the fantastic
nurses in Shrewsbury Hospital. I feed for twelve hours a day
starting at 9 pm, four nights a week. Thank you very much
for taking the time to read my story.
Tara

HAN Week Challenge Gary
As each year passes, I look for a different challenge to
do during HAN Week. This year I am looking at doing
my most extreme challenge to date. I turned 50 back in
February and decided to take on what they call The Wall
(Hadrian’s Wall). It is a 26-hour challenge to cover 70
miles along Hadrian’s Wall from Carlisle to Newcastle. The
ultra-marathon challenge starts at 7 am Saturday 18 June
2022 and finishes 9 am Sunday 19 June 2022. You can
do the challenge over two days and have only 24 hours to
complete it. However, I am taking on the challenge in one
day, it wouldn’t be a challenge for me otherwise.
Unfortunately I can’t complete this race during HAN Week
as the date is set in June each year by Rat Race, who
organise the challenge. This will not stop me from running
and I will aim to provide feedback from the event itself
during HAN Week.
The course has five pitstops for the runners to refill. As I
will need to have my enteral feed ready at each pitstop,
because I physically can’t eat the food provided, this makes
it more difficult for me to keep my energy levels up. All
I will be taking on board is fluids, electrolyte gels or my
enteral nutrition. I see this as a big issue to overcome, but
all I can do is work this out on my training runs.
24
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Pitstops
Leg one: 15 miles, Carlisle Castle (Start) to Pitstop 1,
Lanercost Priory.
Leg two: 24 miles, Lannercost Priory to Pitstop 2,
Walltown Quarry.
Leg three: 30 miles, Walltown Quarry to Pitstop 3, The Sill.
Leg four: 44 miles, The Sill to Pitstop 4, Hexham.
Leg five: 61 miles, Hexham to Pitstop 5, Newburn.
As I write this, I am awaiting confirmation that the extra
nutrition I need can be at the stops for me to pick up and
use on route. Hopefully it can be dropped off in advance
and we can arrange for it to be at the pitstops. If that fails,
I have a backup plan. There are checkpoints that family and
friends are allowed to be at, so I can always use these as
my top up stations, but I will then need to carry extra with
me at the start.
My dietitian has given me a feeding training plan to try get
more calories in me, as I have been told I am not taking
enough; I should be taking on board at least 4000 calories
and I know I am not doing this; this has changed what
food quantity I take and hope it works.

HAN Week Challenge Gary - continued

On my previous challenges I had a slight set back a few months before the challenge, and this year has not been different.
At the end of January I caught COVID, which took it out of me for a few weeks. I was able to get back to training but
wasn’t fully fit. At the end of March I was taken to hospital with a chest infection and had to be put on intravenous
antibiotics to help me fight it, the only thing was I was working in London at the time and not allowed home until my wife
came to collect me. Colette was in Halifax at the time and had to get a train to London to pick me up and drive my vehicle
home. Three weeks from this event, I am looking at starting my training again. Not the best plan as I only have about 6–7
weeks before I am on the starting line.

I need to carry a mandatory kit list, plus a recommended kit
list, in addition to my feeding pump/stand fluids:

Mandatory:
• Running shoes (or walking boots) or road running shoes
depending on conditions.
• Hydration bladder and/or water bottle.
• Water.
• Basic first aid kit containing at least: a triangular or
conformable roller bandage, assorted adhesive dressings,
including at least one 100mm x 100mm, separate sterile
absorbent material (e.g. gauze or gauze bandage).
• Spare food – Min 400kcal (about 4 gels): Always plan to
have excess.
• Full waterproof body cover.
• Survival bag (NOT blanket as these are not nearly as
effective as a bag in an emergency).
• Whistle.
• Fully charged mobile phone.
• Money (at least £10).
• GPS tracker (supplied).
• Essential event information (supplied in your race pack).
This card includes the pitstop and checkpoint locations,
medical and emergency contact numbers.
• Face covering – Rat Rags are acceptable.
• Reusable cup for the pitstops and checkpoints.
• Hand sanitiser.

Recommended kit:
•
•
•
•
•
•
•
•
•
•

Small rucksack or bum bag.
Headgear (sun, wind and rain).
Gloves (good for if you stop and cool).
Additional upper body thermal layer.
Sunscreen (hopefully).
Sunglasses.
Blister treatment kit.
Anti-chafe lubricant (such as Vaseline).
Spare socks.
Some form of identification.

I hope you can help by send me some encouraging words
of wisdom as, if I didn’t say that I am slightly worried about
this challenge I would be wrong, but it’s a good worry.
My dietitian is keeping a close eye on me to ensure I
manage my nutrition and hydration effectively. I would
not take on such an event without that clinical advice and
guidance.
Please look out for the coverage of the event during HAN
Week, 1–7 August 2022.
www.donate.giveasyoulive.com/fundraising/
challenge-gary
Gary Taylor

Fundraising
Did you know that PINNT operates entirely on donations? Without your
valuable donations and fundraising events PINNT would stop slowly and would
not be able to provide its ever-evolving service to our members. We welcome
fundraising ideas and suggestions from our members.
Thanks to the fundraising events that have been organised via social media
platforms to support PINNT – a birthday celebration, head shaving, and direct
donations have been warmly received. It is lovely when people decide that
we should benefit from their efforts or special occasions. So please do keep
supporting PINNT so that we can continue to support you!
PINNT produces a flyer that provides a little more information about fundraising
if you would like a free copy. Please email: comms@pinnt.com
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Donation to PINNT
Felicity Moody created a birthday fundraiser for PINNT in February
2022 via her Facebook page. She hoped to raise in the region of
£250. “For my birthday this year, I’m asking for donations to PINNT.
I’ve chosen this charity because their mission means a lot to me, and
I hope that you’ll consider contributing as a way of celebrating with
me.” You can image how overwhelmed she was when the final figure
was £1,270. The reason it reached such an amazing sum was partly
because Felicity is a much-loved and amazing lady, but also for the
reason PINNT means a lot to her. Her beautiful daughter, Imogen,
sadly passed away in June 2019, and had been on parenteral nutrition
for a number of years. We watched Imogen blossom into a beautiful
young lady who made the most of every opportunity life allowed her.
Here you can see a lovely photo of Felicity and Imogen, along with
a reminder of how parenteral nutrition used to be done! PINNT is
delighted to have remained in contact with the family and expresses
sincere gratitude to Felicity and all who donated for being so
generous.
26

PINNT Online Newsletter - Issue 2 - 2022

Give as you Live®
PINNT is now using Give as you Live® as our platform to allow
people to fundraise or donate to PINNT. Give as you Live®
allows people to support PINNT through everyday online and
in-store shopping, as well as making direct donation and
creating fundraising event pages.
There are three ways to support PINNT:
Give as you Live® Donate: You can set up a fundraising
page to collect donations for an event you have set up or a
personal challenge. Direct debits can be set up for regular
donations by an individual. https://donate.giveasyoulive.
com
Give as you Live® Instore: Fundraising isn’t just limited
to online shopping! You can purchase Instore cards for a
wide range of stores including supermarkets, meaning that
donations can be made to PINNT every time you shop! How
it works: pre-load your grocery store card ready for your next
in-store supermarket shop at Sainsbury’s, ASDA, Morrisons,
Waitrose & Partners or Marks & Spencer. You’ll raise free funds
every time you top-up! https://instore.giveasyoulive.com

Help raise
free funds
for us!

Generate free donations
every time you shop online
www.giveasyoulive.com/join/pinnt

Simply visit the above link to get started

Give as you Live® Online: You can donate to PINNT when
shopping online at over 5,500 retailers, simply by shopping
via the Give as you Live® Online website, iOS app or Donation
Reminder. https://www.giveasyoulive.com
PINNT is registered on the platform so you can donate or
fundraise for PINNT for a special event, a one-off donation or
purely by doing your usual shopping. Please share this with
family and friends, we would truly value their support.

Your Letters
Dear PINNT

Dear PINNT

Travelling has always been a big part of
my life and I feared that starting tube
feeding would limit this. To be fair, at
first it did, because I let it. Then I read
all the information you kindly provide
and realised that it was possible. At
first I took local trips, only needing
to take a few days’ supplies with me.
Over time, and as my confidence grew,
I tried a week in Scotland. It was truly
an emotional experience; I may even
consider trying a holiday with family
further afield later in the year. The PINNT
restaurant card was really useful as I
enjoy sitting in a cafe and can make a
cup of tea last a long time when only
taking the smallest of sips to lubricate
my mouth. Meeting people and chatting
is something I enjoy so don’t want to
miss out on living because I have
enteral feeds.

I truly regret not paying more attention to the PINNT leaflet the hospital team gave
me when I was discharged. I didn’t need support! I sailed along okay for a couple
of months, then the reality of it all took hold. It was fine when it all went to plan
and I felt okay, but oh boy no one told me how to cope when it didn’t. I didn’t want
to hear about what I couldn’t do, I wanted to focus on what they’d told me about
‘getting back to normal’. But life was never going to be normal again. I wish I had
been prepared for my new life; I now see I can do most of what I did pre-feeding,
but now I need to modify how I do it. I miss my full-time job but have reconnected
with friends and socialising and feel grateful for all the things I can still enjoy.

Tom

Heather

Dear PINNT
I’ll keep it brief, valuable information about The National Disability and Carers Card
scheme. I applied for a card and it’s already proved its worth.
Lucy
Ed comments: If anyone is interested in finding out more about The National Disability
and National Carers Card Scheme, you can visit www.disabilityid.co.uk or see the
full feature in Online, Issue 1, 2022; page 3. Previous editions of the newsletter can be
found in the Newsletter archive on the PINNT website.
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BAPEN

Following a recent focus group with some PINNT
members and BAPEN, we realised that it was
time to refresh members as to who BAPEN is and
what BAPEN do.
The British Association for Parenteral and Enteral Nutrition
(BAPEN) was established in 1982 following the publication
of a report by a working party at the King’s Fund Centre, ‘A
Positive Approach to Nutrition as Treatment’.
Several members of the working party for the King’s Fund
were invited to become founder members of BAPEN.
BAPEN is the national association which brings together
individual professional groups, now referred to as ‘core
groups’.
PINNT was a member of the King’s Fund report working
party and progressed to become a core group of BAPEN
and continues to be so. As PINNT marks 35 years this year,
BAPEN marks 30 years.
BAPEN is a charitable association that raises awareness of
malnutrition and works to advance the nutritional care of
28
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patients and those at risk from malnutrition in the wider
community.
Together with the core groups, BAPEN aims to raise
awareness and understanding of malnutrition in all settings
and provides education, advice and resources to advance
the nutritional care of patients and those at risk from
malnutrition in the wider community.
The core groups include dietitians, doctors and scientists,
nurses, patients and pharmacists.
BAPEN works with all stakeholders, service users and
professionals, healthcare commissioners and providers at
local, regional and national levels, and within industry to
deliver the nutritional agenda.
PINNT feeds into BAPEN’s agenda and a good example
of this was the collaboration during COVID when we
responded to members’ concerns regarding homecare
service and on-going supplies issues. Together we
presented the patient and carers perspective at the highest
level within the NHS.

Thank you for
your feedback

PINNT has been proud to support the research conducted by Dr Peter
Austin, a consultant pharmacist working in the NHS, ‘To improve the
management of infections in patients receiving nutrition into their
bloodstream.’
The supplement included in Online, Issue 4, 2021, was a general
summary of this project to date.
In April 2022 Peter organised a meeting to provide feedback to
interested parties who could be treating and supporting patients
along with his sponsor, The National Institute for Health Research
(NIHR). The programme covered several topics, clinical and practical.
The practical input came from PINNT. The NIHR value the inclusion
and dissemination of information to patients and carers so were
attentive to the presentation from PINNT. All too often hospital
admissions and clinical procedures and interventions are seen through
the eyes of the clinicians.
In addition to providing an overview of home parenteral nutrition and
PINNT, we were asked to include thoughts on the clinical aspects from
the patient’s perspective as well as practical ones.
The lists below are collations of the feedback we had; all were
anonymised with further information as needed. We recognise that
neither is an extensive list, we could only collate what we received.
Everyone agreed that it is super important that people hear from
patients and carers, as often their perspective is overlooked or not
considered.
Clinical aspects, fear and concerns – the CVC is a lifeline:
•	Being able to contact the right people. Usual HCPs not around
evenings/weekends!
•	When and where will they be admitted?
•	What’s the contamination, how did they acquire it? Blame game!
•	How long will they be an inpatient for?

•	How long may they be without their PN?
•	Can the line be saved/contaminant treated?
Will the site be lost/can a new site be located?
•	Pick up a secondary infection during an
admission?
•	How many sites will they have left?
•	Variation in line care and protocols: types of
lines, treatment for suspected infections, type
of locks and antibiotics used – which is right,
lack of consensus.
•	Will they be heard as an expert in their own
care?
•	Worry about sepsis and survival, lifethreatening situation.
•	Will I be listened to during the process/
admission?
Practical aspects:
•	Domestic pressures on home life and
relationships.
•	Mental health.
•	Employers’ tolerance.
•	Missed education.
•	Missing life – family/friends time, special
occasions.
•	Cost of being an inpatient.
•	Hospital policy/procedures vs self-care
– confrontation.
•	Frequency: for some if a regular occurrence.
•	Reminders of being ‘sick’ and ‘dependent’.
•	Benefits: cut after 4-week hospital stay.
•	Conscious of potential barriers: expert patient/
A&E/ward staff.
•	Worry about the future.
PINNT Online Newsletter - Issue 2 - 2022
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HAN Awareness Week
1-7 August 2022

HAN Week
It’s that time of year again! Home Artificial Nutrition (HAN) Week,
1–7 August 2022.
Our #thisisme and #thisisus posters are ready for members to use. You
will find a copy attached to the email you have received with your newsletter
included. Complete the one that is relevant to you and share with friends, on
social media or in a forum that will tell people more all about you and the way
you have your nutrition.

#HANWeek
#thisisme

@PINNTcharity
www.pinnt.com

HAN Awareness Week
1-7 August 2022

For #thisisme we suggest you include:
•
•
•
•

Y
 our name (first name is fine).
C
 ondition(s) that mean you need artificial nutrition.
H
 ow long you’ve been receiving it.
O
 ne positive point and one point that you feel others should know,
good or bad!

If you are a family member, carer or friend, even a healthcare professional
please modify the responses to tell people how you fit into HAN.
For #thisisus we suggest you include:
•
•
•
•

Y
 our unit/company/supplier name.
Y
 our service or product.
T ell people how you fit into HAN.
O
 ne positive point and one point that you feel others should know,
good or bad!

There is also the challenge from Ezekiel. We don’t expect everyone to do
extreme activities or sports, but if you can set yourself a challenge and share it
we’d love to hear about it. The poster for this is also attached to your email.
There will be daily engagement via all our social media platforms. We will be
sharing patient and carer stories along with messages and memories given it’s
our 35th anniversary.
After two years away we will be having a PINNT day in Durham on 6 August
2022. Info included on pages 11-13.
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#HANWeek
#thisisus

@PINNTcharity
www.pinnt.com

Please do not hesitate to contact us
about any aspects, or thoughts or
queries about HAN Week. Do you
want to share your story? Do you
want to suggest something for HAN
Week? Anything goes – we love to
hear from members.
You can find out more about HAN
Week on our website via the following
link: www.pinnt.com/HAN-Week2022-PRE-LAUNCH.aspx

PINNT Durham children’s tube feeding group
Amy is mum to Ezekiel, who is tube fed, and they both
want to offer support in the locality. Amy has started
networking with parents via a WhatsApp group to build
the basis for a group when the time is right. This enables
people to drop in and read comments and posts when they
have time. So far everyone has enjoyed meeting each other
and sharing photos of their children.
They aim to focus on Country Durham at first, then
reaching out to the surrounding areas of Newcastle and

Northumberland. As the new local PINNT Ambassadors,
Amy and Ezekiel will welcome any parents/carers/guardians
who want to join their virtual group.
Amy and Ezekiel are looking forward to continuing with
the group and expanding in the future. They will both
be in Durham to welcome people to the PINNT day in
Durham City in August. You can contact Amy via email
on amartin@pinnt.com if you want more information
about her group and their plans.

Sunflower lanyard scheme
Not all disabilities are visible. Recognition of this issue led to the
Hidden Disabilities Sunflower being launched. The chosen symbol
is a bright sunflower, which indicates to others that wearers may
need assistance or support. The use of the lanyard means the wearer
doesn’t have to declare anything or go out of their way to ask for
help. For example, if you are unable to wear a face covering for health
reasons during the COVID-19 pandemic, this may prove helpful to
wear when out and about to avoid potentially awkward discussions.
Visit www.hiddendisabilitiesstore.com to find out more.
Please note PINNT does not have these available for members.
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Cruising
In Online, Issue 1, 2022, I sent a letter to thanks those who helped me with planning my cruise last year. When the time
was right, my husband and I were keen to have a break but flying wasn’t an option for us at the time.
Having read previous features and spoken to people who prefer cruising for ease for travelling with their feeds, we decided
to book a five-day sailcation. Working out the paperwork and necessary COVID relevant information was straightforward.
Talking to the cruise company was okay, but I wasn’t sure they fully understood what I was asking for in terms of
refrigeration. Once I made it clear the minibar was not acceptable, they promised a fridge and gave me instructions on
what to do once we’d boarded the ship. It all seemed too easy, having been used to confirming medical baggage waives
with airlines for years and having had so many confrontations at check in, I was worried I had missed something. All the
usual pre-travel planning was the same as when we fly.
With mixed emotions as first-time cruisers, and due to COVID, we set off not exactly sure how this was going to pan out.
The COVID testing was fine, although it was a bit worrying waiting for a negative result to know if we were going to
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Cruising - continued

be allowed to board the ship. When we both
received our text message it was all systems go
from then on.
Having booked assistance we were taken straight
to our room. We phoned the medical room
and arranged to take my parenteral nutrition
(PN) down to be put in the fridge. The nurse
asked to speak to me so she knew a little more
about me. I had completed a medical form but
I think seeing the person it’s relevant to is much
more useful. We had a lovely chat and I had to
admit I was in awe of the medical room. It was
amazing: clean, modern and fully equipped. My
expectation was only to see it when I picked up
my PN, thankfully that was the case.
The overall cruise experience was most
enjoyable. We sailed to France and back, with
one port of call in Portland, which is close to
home, so we stayed on the ship and enjoyed
relaxing on deck. The variety of entertainment
was great, and, as I can eat, I was able to take
food as needed without my husband having
to restrict his need to eat and drink. Personally
I enjoy being in that environment and, if not
eating, talking to people and enjoying the
ambience.
We enjoyed the experience as the ship was
not at full capacity, so there was plenty of
space to roam and relax. We met some lovely
people and benefited from hearing their tips for
maximising the facilities on board. The weather
was good so we were able to snuggle up on
our sunbeds and enjoy the open-air cinema one
evening. Watching a film under the stars was
simply lovely. I had connected early that night
so removed the clock watching that normally
takes place when I need to go back and get
connected. A couple of times I connected early
so we could fit in the show and the jazz singers
we were keen to enjoy. I had no issue with being
stared at or made to feel uncomfortable. For me
it’s normal, and if I present that then hopefully it
puts people at ease. I did notice a couple looking
at my rucksack one night, they seemed a little
bemused so I asked if they had any questions or
concerns about it. They guessed it was medical,
one was a retired nurse, but they were worried it
looked too big and heavy for me.
Thinking to the future, would we go on another
cruise? I think so. I’m not sure we would be
happy to go for more than seven days, but we’ll
see. If an offer and route takes our fancy who
knows.
Finally, it was the useful information from others
that gave me the confidence to try something
new.
Carolyn
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Oops I just can’t wait!
Before you go out do you find yourself worrying about where the nearest loo
will be… and feel that you can’t relax and enjoy yourself without knowing?
Many HAN users feel concerned about this – so, be assured you are not alone.
Although PINNT does not yet have its own card we can recommend one that
is free when ordered from the Bowel and Bladder Community website. The
card gives discreet but clear information informing others that you are unable
to wait to use the toilet facilities. You can obtain one online by simply filling
in a few details. Please read all the information about the card carefully when
applying online. Visit:
www.bladderandbowel.org/help-information/just-cant-wait-card
The card can now be requested to download and saved on your phone,
you must apply directly to the Bowel and Bladder Community website.

Transition trilogy
There are three booklets in the PINNT Transition for
young people with intestinal failure series:
• The what, the why, the where and the how
• Information for healthcare professionals
• Transition guide for parents and carers supporting
young people on home parenteral nutrition
Written by Angela Cole, Clinical Nurse Specialist for
children with intestinal failure.
If you would like one free copy of each booklet or one
specific booklet, please email: comms@pinnt.com
stating your PINNT membership number and name and
address of where you would like the booklet sent.
Health professionals can order multiple copies, but we
do request a donation towardpostage and packaging
costs. Please email comms@pinnt.com for full
details or leave a telephone message with your name
and contact telephone number on Tel: 020 3004 6193.

Amazon Smile now
available on the app…

AmazonSmile is run by Amazon and offers all the same products at
the same prices but as you shop the AmazonSmile Foundation will
donate to the charity of your choice (it will be a percentage of the
money you spend on your shopping). It doesn’t cost you a penny but
will really help PINNT out – so if you do shop with Amazon, please
consider swapping to AmazonSmile and choosing PINNT as your
beneficiary. www.smile.amazon.co.uk
You can now support PINNT by using the Amazon Smile on
your iPhone and Android phones. Find out more by visiting
www.amazon.co.uk/b?node=17337655031
Thank you to all those people who support PINNT by selecting
us as their charity when shopping with Amazon. Amazon
Smile is now available on the app: to find out more visit
https://amzn.to/3uyKY7s
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PINNT Restaurant Card
All PINNT members can claim a FREE Restaurant Card – our new card was launched during HAN Week 2021.

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

Share a portion
Order a small portion
Order from the children’s menu (for adults)
Support the individual’s needs to have their
medical nutrition if required while socialising

This will avoid the need for you to give
a lengthy and complicated explanation
of your dietary restrictions. It will also
enable you to participate in the meal
withoutincurring the full cost of a
meal that you may be unable to eat.
Please note that this card does not
guarantee you co-operation at any
eating venue; any co-operation will be
solely at the eatery’s discretion.
If you would like PINNT to send
you a card, please send us an email
to comms@pinnt.com and put
‘Restaurant Card’ in the subject box.
You can also telephone anyone listed
on the back cover.

PINNT Partner Corporate
Members 2022
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PINNT GET-TOGETHERS 2022
Some face-to-face meetings will commence during 2022. We are reviewing this with each group.
We will be announcing some new groups later in the year! We will continue to periodically hold
meetings via Zoom and will inform members via email (or letter where appropriate) and on our
social media pages.

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

CONTACT US

PINNT Ambassadors

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

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

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

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

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

South Wales:
Paul Phillips
Tel: 07802 429872

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

Chair
Carolyn Wheatley
01202 481625
Email: cwheatley@pinnt.com
Online
PO Box 3126, Christchurch,
Dorset BH23 2XS
Email: info@pinnt.com
Telephone: 020 3004 6193
PINNT
PO Box 3126, Christchurch,
Dorset BH23 2XS
Email: info@pinnt.com
Website: www.pinnt.com
VNT – Virtual
Nutrition Team
Email: VNT@pinnt.com

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

Nottinghamshire:
Janet Darby
Email: jdarby@pinnt.com
Tel: 07583 854091
New group/contact:
Amy Martin
Email: amartin@pinnt.com
Amy has started a small group
in her locality, see page XX
for more information.

Please contact us for information, support or just a chat.
No content from Online can be shared on social media without the consent of PINNT trustees. We operate an
official ‘Right to Reproduce’ process. To seek approval, which will require completion of a simple form, please
contact us: comms@pinnt.com
EDITING: All contributions for Online will be acknowledged upon receipt by PINNT.
Due to space constraints, and in the interests of clarity, all articles and letters will be edited where necessary. Authors may approve final
copy prior to printing where significant changes may have been made. The Editor’s decision is final. All copyright is owned by the charity.
DISCLAIMER: PINNT has made every reasonable effort to ensure that the content of this newsletter is accurate but accepts no
responsibility for any errors or omissions. The views expressed are not necessarily those of PINNT and no reference to any product
or service is intended as a recommendation or endorsement. You should always seek advice from your own team of healthcare
professionals in relation to your specific needs/treatment.

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

| www.pinnt.com

