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Editorial
Welcome to the first edition
of Online in 2022.
A bumper edition for you to enjoy. We have
a mixed bag of features and updates for you.
We know many of you are starting to travel
following the lifting of restrictions, so we are
promoting our newly updated travel and holiday information.
You can find them throughout this edition. If you wish to request
copies, as well as any other PINNT resources, you can contact
Rachel on support@pinnt.com – please ensure you give your
name, full address and PINNT membership number to avoid delay
in posting them to you.
We said farewell to Julie, our National Secretary, after three
and a half years and wished her well in her new career. We are
delighted to have appointed Rachel to take on some of the admin
work now, she is a welcome member of our team.
The new Looking Into The Requirements for Equipment (LITRE)
report has been published on a new ambulatory parenteral
nutrition pump and the first guidance document from our new
Virtual Nutrition Team (VNT) has been published – you can find
more information on pages 16 and 14.
As we mark 35 years of PINNT we continue to offer support and
advocacy for members. If you would like to get involved or have a
suggestion as to a project or event PINNT should consider, do not
hesitate to let us know, we’d love to hear from you.
Carolyn
Chair, PINNT
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New contact: If you wish to request any resources from PINNT, you
can contact Rachel via support@pinnt.com in addition to using the
contact details provided with each feature. To avoid delays in sending you
the items, please ensure you provide the following:
Your full name, address, PINNT membership number & the resources or
items you wish to receive.
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The National Disability
and Carers Card Scheme
Most people with hidden illnesses and conditions have been thankful for the Sunflower lanyard scheme, as it
is a visual aid which many people now understand. However, when the pandemic struck, supermarkets and
other establishments gave them away freely with good intentions, without knowing if the person genuinely
needed one.
Member feedback has told us that schemes where registration is required is a preferred platform so only those
who qualify are accepted.

The National Disability Card and National Carers Card allow quick and
easy visual identification of carers and disabled people to help them
show that they may require assistance. The scheme was created by a
family whose daughter has cystic fibrosis as they realised that there
was a lack of ID availability in the UK for carers and disabled people.
Exclusively for cardholders, they provide powerful, colourful lanyards
to help send the right message when it’s needed. All lanyards come
with a rigid card holder for a perfect fit and can be ordered with your
card application.
National Disability Card:
•	Excellent way to show you have a disability – not every disability
is visible
•	Exclusively for disabled people of any age
•	Convenient credit card size so you do not need to carry lots
of documents
•	The card is protected by high security features
•	Instant refund if application rejected
•	Guaranteed same day application decision – usually within one hour
•	Two years for £18

National Carers Card:
•	Excellent way to show you are a carer
•	Exclusively for carers of any age who look after
someone who needs help because of their
illness, frailty, disability, mental health problem
or addiction and cannot cope without support
•	Includes family members, friends and
volunteers
•	Convenient credit card size so you do not need
to carry lots of documents
•	The card is protected by high security features
•	Two years for £18
If you are interested in finding out more
about The National Disability and National
Carers Card Scheme, use the following link:
www.disabilityid.co.uk
The only contact details we can share is an email
address: info@disabilityid.co.uk

PINNT Online Newsletter - Issue 1 - 2022
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Your Letters
Dear PINNT

Dear PINNT

I wanted to send a thank you message [sent in a Christmas
card] to say a huge thank you for all the work you do on
the membership’s behalf. I’ve had many telephone calls
with you, never have I felt a nuisance, far from it, the
time you’ve given me has been so helpful. At times I feel
so alone and a burden to those closest to me. They try
but they just can’t grasp what it feels like to be fed by a
tube and how isolated I feel, especially when it involves
mealtimes. I love to sit and listen to their stories of their
day, what the children did at school and after school clubs.
It’s my passion to be part of family life, not being able to
eat is a massive issue for me but I won’t allow my condition
to deprive me of family life and social experiences. I’ve
found the strength to overcome the one thing I can
control. My children now help with setting up my feed
before their dinner, they now say we prepared your dinner
and you prepared ours. Including them in my feeding has
normalised it, they know we all eat, I just eat in a unique
way. I never want it to be a barrier within our family.

Over Christmas and the New Year, I had issues with
the supply of my oral nutritional supplements. I got to
within one day of one of the types running out despite
requesting more before Christmas, two suppliers advised
the pharmacy that they had no stock and I landed up going
to the hospital to collect eight days’ worth of supply and
was about to run out again when the pharmacy was able
to delivery December’s outstanding supply and January’s
supply within five days of each other. My pharmacy is great
but I would prefer a specialist supplier as there is for my
catheters. I am told that I cannot have Hospital to Home
because I am not tube fed. I was put through several
cycles of stress and numerous attempts to get through
to the pharmacy which made my Mast Cell Activation
Syndrome flair.
Did anyone have such difficulties over the festive period?
Anne-Marie

Annie

Dear PINNT
Dear PINNT
The thought of embarking on a trip with my feeds and all
the relevant kit was daunting to say the least. It became
apparent that I needed to think more realistically and
gain confidence by having a test run closer to home. I
considered all I heard, made a list and read the PINNT
information. My list grew rapidly, how could one person
need so much stuff! I cut back on personal items; I knew I
didn’t really need as much as I usually take. Three nights’
feed and kit was a sensible place for my test run. I made
a last-minute change to my plans and swapped my usual
suitcase for a wheeled option as I knew after a while
I would struggle with the weight. Overall, it all went
extremely well, I coped far better than I had imagined.
Setting up my feeds in an unfamiliar environment was
possibly the only bit that I had to stop and think about,
apart from that I have to say it’s given me the confidence
to consider a longer trip next time. I am not sure about
going abroad yet but most certainly I am looking forward
to another trip.
Angela

Dear PINNT
Just a quick note concerning the joy and comfort I felt
when, just after being told that I would need enteral
feeding for the rest of my life, I read the PINNT’s website,
and I can only describe that I experienced the feeling that
a dark cloud had been lifted and that life could go on with
near normality.
Lynne
4
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Thank you for providing information in the last newsletter
about the Yellow Card scheme. I’ve struggled for months,
actually years, with faulty pumps. I’ve grown tired of the
responses I’ve had to the point where I didn’t bother
saying what was wrong, just asked for replacements.
Why do they ask when they don’t believe you and then
imply it’s your fault!
From faulty sets to inaccurate infusions, to a different pump
that I find dreadful to use, I feel as if I’ve had a difficult
time with pumps. I won’t hesitate to report faults now, I’ve
never had faith in any of the reporting processes especially
when you never get any feedback.
Lyn

Dear PINNT
Despite being an old hand at home parenteral nutrition
person, there is a first time for everything. When permitted
between lockdowns and restrictions I was keen to take
a break from the restraints of shielding. Having read and
spoken to people who gave positive feedback about a
cruise, my husband and I decided to try a short break
on a staycation cruise. Five days would be sufficient
to test the water, not literally though, to see what the
excitement was all about. I’ll write a short feature for the
next edition, but I wanted to thank people for happily
sharing their experiences with me. As a seasoned PN
traveller contemplating something new, I was seeking
more information about the booking process and how to
manage my feeds. Thanks to those who helped me.
Carolyn

Your Letters
Dear PINNT
Sending you best wishes for the New Year and sending you a huge ‘thank you’ for who you are and what you all do for
people like me.
You send such kindness in everything you do and I appreciate the amount of work you do with so many different things.
Take care all of you, you are special.
Christine

Dear PINNT
Argh! I’ve been tolerant of the issues my homecare company have had; staff changes, COVID, Brexit and all other issues
they quote. To be frank enough is enough. I took the advice from PINNT and made sure my nutrition team knew about
all the issues I’ve had and the responses. To be honest they were supportive at the start, very keen to try and rectify each
problem. As time’s gone on and the issues reoccur along with new ones cropping up, they now say it’s probably best if I
sort them out directly with the homecare company myself. Does anyone else feel alone and left to solve problems? I know
there are bigger homecare issues going on but they should not impact my homecare that is being funded and should be
meeting the service specification. Regular items out of stock, items I don’t use sent and poor communication do not make
for a happy home parenteral nutrition patient. I know PINNT feed into the official framework process in England, please
ensure they know that how much money and time is wasted by my homecare company. I long for the days of old when
my homecare seamlessly slotted into my life and not be the case of so much checking and chasing.
JC

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/
Paypal-Donation-and-Payments.aspx

PINNT Online Newsletter - Issue 1 - 2022
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Thinking of going
on a cruise?
I have been on parenteral nutrition (PN) for about ten years and have
always thought that having a holiday was a thing of the past and we
would not be going away again. How wrong was I! In 2019 some family
members were looking at booking a cruise and, out of the blue, I decided
my husband and I would join them if I could get everything sorted. I rang
my hospital who went through exactly what I needed to do and how
they could help. They contacted my homecare company and agreed the
prescription to take away with me, adding two spare bags in case of any
accidents or delays, and a spare pump. I spoke to P&O to ensure they
would have fridge space for my 16 bags of PN and was assured that was
not a problem. Unfortunately, dealing with the ship must be by email as
they don’t provide a phone number for communications about medical
issues. This is where I panicked as I wanted an answer straight away and
it can take days before they reply to you. I was getting stressed when
organising my first cruise as we had booked through a travel agent and
P&O said we had to go through the travel agent who would then deal
with P&O. I now book directly with P&O as they will correspond with you,
which means you know they get the correct information. However, once
you get that initial correspondence with the cruise line then everything is
put into place and it all goes smoothly from there. They let your homecare
company know where to deliver the PN and what they need to take with
them so it gets on the right ship.
My homecare company delivered 16 bags of PN to Southampton and it
went to the ship’s medical centre to be stored. I decided to take my own
ancillaries with me so they were in my cabin. When we arrived at the

dock and checked in, I was informed all my PN had
arrived and the medical centre would contact me to
discuss delivery each day.
As soon as we arrived in the cabin the medical
centred telephoned to ask when and how I would
like my PN delivered. Each day my cabin steward
arrived with my PN and left it in the room to warm
up ready for me to connect. Even on her day off
she checked my bag had arrived. I had a sharps
box in the room and several phone calls from the
medical centre to ensure everything was okay. I
only had to chase delivery of my PN to my cabin
once over 14 days.
Last year we went on a staycation around the
Spanish and French coast and again everything
went smoothly. This time when the medical officer
rang me he informed me he understood all about
PN and if I was worried about anything to just ring
him. This ship had three large medical fridges and
plenty of room to store my feed bags. We are in the
process of sorting everything out for a two-week
cruise on the same ship in the next few weeks.
Sometimes it takes a while for everything to get
sorted, and the first time I was getting really
stressed thinking I would get to the ship and
nothing would be there, but each time everything
was fine and we have had a few fantastic holidays.
It has meant that we can go away and not have to
worry about weight of bags etc.

Congratulations to our
PINNT Prize Pot winners - draw 4, 30th Dec 2021
1st Prize, No 064 – Sharon Wright - £64.50

2nd Prize, No 061 – Sara McLaren - £38.70

3rd Prize, No 072 – Andrea Hodgson - £28.50

Celebrated 30 years in 2017
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Debbie

PPP
winners
December
2021 draw
We are delighted to share the winners
of the December 2021 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

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 1 - 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

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:

www.facebook.com/groups/pinntclosedmembers
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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 1 - 2022
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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.

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.
During chats and correspondence with PINNT members there
is a general feeding that this scheme is great but is being
abused by some people. Do you have any thoughts on this?
Should PINNT contact the people who run this scheme and
suggest people should register and demonstrate the need for a
sunflower lanyard? Many people feel that if it’s something you
pick up on the way into a supermarket or customer services
department it devalues the original purpose of the scheme –
let’s hear from you!

10
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Travelling to Europe with enteral feeds
Previously published in Online, Issue 3 2021.

Following the UK’s exit from the European Union (EU),
some of the rules have changed for people travelling to
the EU from a non-EU country in terms of items you can
take into a country with you. We previously flagged this
as we know some people take ‘safe’ food with them and
it could be affected. Within the rules there are 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 could pose a problem. There is a category
which touches on the following ‘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 10 kg) 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.
When entering the EU, border control can perform official
checks. It is at this point if they identify the enteral products
as Products of Animal Origin (POAO), (i.e., milk-based
products), there could be an issue.

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 if they are able
to deliver to an EU country.
•	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.
There is no harm in taking a copy of a prescription to
support the volume of feed you will be transporting.
•	Contact the customer support department of any travel
services you have booked to seek guidance from them.
If you intend to travel, we encourage you to be prepared.
You may not be stopped by border control but there is
also the potential that you will.
(Correct at time of print December 2021)
Update: If you are an enterally fed member and have
contacted PINNT about travelling to Europe with your feed,
we can confirm we have contacted the relevant official
body to raise your concerns. As yet we do not have any
further advice or information to share. When we have an
update we will share it on the website, then in the next
newseltter. Please do not hesitate to contact us with any
current concerns.
PINNT Online Newsletter - Issue 1 - 2022
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Tribute to
Tracy Hill

As a member of the executive committee, Tracy contributed to
numerous projects, discussions and debates. She said what she
thought and everyone listened! She was always ready to pack her
suitcase and parenteral nutrition to attend an event to represent
PINNT. On behalf of PINNT she travelled from one end of the country
to another to set up the PINNT stand and talk all things PINNT at
many a conference or regional meeting.
Tracy loved to engage with people. You could guarantee by the end of
the first day at a conference she knew the names of fellow exhibitors
around us and had gathered a list of contacts who she promised to
send PINNT information to so they could pass it onto their patients.
She shone at such events. During one event she charmed one of the
conference organisers to pop to Costa Coffee for her as that was all
she could sip on; she had strong views about the quality of the coffee
served during that meeting!
It is with heavy hearts that we share the passing
of our amazing friend and colleague Tracy. Tracy
has been a valued member of our PINNT family
for more than 23 years. She shared her story for
HAN Week 2019 which follows this tribute.
Tracy joined PINNT with a clear agenda, to help
others and spread hope and happiness wherever
possible. She knew how important meeting
people in a similar situation was, so she became
involved with the then East Anglia regional
group when a position arose. Tracy and her side
kick, Sylvia Cottee, ran some amazing meetings,
which people loved attending as they felt the
love and warmth they shared. Tracy’s daughter,
mum and granddaughter also came along to
help; it was an all-round family occasion. Tracy
knew all her group members and gave extra time
to anyone going through a difficult time.
12
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Despite not being able to eat, she always wanted to join in the social
aspect of PINNT events. She was a people person and she never let
illness or treatment define her. No one truly knew what she was going
through, especially when she had a cancer diagnosis.
Some of the projects Tracy felt passionately about, the PPP Club and
PINNT birthday cards, will continue with her spirit driving them on.
The executive committee realise there is only one way to do these
now – Tracy’s way! Big shoes to fill!
One memorable event Tracy attended in April 2019, was the
‘Positively Me!’ fashion show in Ipswich. It was organised by a young
lady with a naso-gastric feeding tube to highlight the positivity of
hidden disabilities including people of all ages, shapes and sizes.
Models were asked to wear something that made them feel good.
Tracy agreed to attend with Carolyn, not really knowing what to
expect. She had such fun, hair, make up, being interviewed for the
local TV news, then strutting her stuff on the catwalk. She said it was
one of the most exhilarating things she had done for PINNT.

Tracy was loyal, dedicated, determined and
caring. Tracy was looking forward to PINNT’s
35th anniversary celebrations during home
artificial nutrition (HAN) week, we know she will
guide us with finalising our plans and events.
In her own words below, Tracy shares her
thoughts about how she got so lucky – PINNT
has been lucky to have had Tracy’s support,
loyalty and friendship for the past 23 years.
Tracy never truly appreciated the value of the
unconditional support she gave and how much
of a positive impact this had on so many people.
Her spirit will live on, not only within PINNT but
within her loving and close family.

Here, in her own words, Tracy shared her story for home artificial
week (HAN) in 2019. Ages and timelines correct at the time:

I have a truly remarkable husband, David, one daughter,
Lisa, a son-in-law, Ian, and the loves of my life, my three
grandchildren, Lewis 17, Ryan 16, and my little princess
Olivia, 12. I also have my little friend, Pops – a cocker spaniel.
Everyone has been there to love and support me. How did one girl
get to be so lucky?!
I’ve been on parenteral nutrition (PN) for 20 years, after being
very ill. Initially the doctors were unable to find the problem; I
had test after test and was put on enteral feed, which was of no
help. Finally, I was diagnosed with Superior Mesenteric Artery
Syndrome and Neuropathic Small Bowel Pseudo-obstruction.
I was a very busy lady at the time, with a young daughter, and
all I wanted was to feel well and get on with things and enjoy
my life. At that point I never thought it would be possible, but
then I met an amazing lady – Carolyn – who could relate to how
I was feeling. She is the Chair of PINNT – a great charity, but
first and foremost she is my friend! And I have been able to join
the PINNT Committee to support others.
I am now able to benefit from home artificial nutrition (HAN)
because my condition and treatment is stable and controlled.
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 is 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.
As a society, things are changing so rapidly; in the past we
would get PINNT magazine and read stories of different
people’s lives, and different area groups (all still available).
Nowadays most things are done by social media, which
obviously has its positive side, but also a lot of negativities,
which I really do get upset over.
I really love being part of PINNT, as I can help others to the
best of my ability. A lot of things I get asked I have been
through myself.

Tracy

PINNT’s Virtual
Nutrition Team
What is PINNT’s Virtual Nutrition Team? It is a multi-disciplinary team of healthcare
professionals who form our Virtual Nutrition Team (VNT).
What do they do? They use their knowledge and expertise to provide comment on a
general question that the VNT receives to formulate a guidance document for members.
Where do the questions come from? The current topic ‘Swimming and other
recreational water-based activities with an intravenous catheter or an enteral feeding
tube’ has been updated following a question about swimming with a central line or an
enteral tube.
What questions have previously been asked? Our new VNT have reviewed some of
the previous questions and intend to update those that are still relevant. We will update
you on their progress in a later edition of Online.

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

How do we submit a question? The VNT will
consider all questions submitted. Please bear
in mind that they cannot respond to individual
questions, their remit is to provide guidance
for the wider population of people on artificial
nutrition. Please send any questions to us via
email at: vnt@pinnt.com
New VNT and new guidance
Dr Jeremy Nightingale and Professor Simon Lal, our VNT co-leads, are pleased
to announce that the guidance on ‘Swimming and other recreational waterbased activities with an intravenous catheter or an enteral feeding tube’ has
now been published.
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.
VNT members:
Brenda Blackett, Lead Nutrition Nurse Specialist, Manchester
Jose Bennell, Lead Nurse Specialist Practice Nutrition, London
Shanna Cahill, Clinical Psychologist, Essex
Angela Cole, Lead Nutrition Nurse, Essex
Konstantinos Eleftheriadis, Specialist Stroke and Medical Dietitian, London
Lisa Gemmell, Lead Dietitian Intestinal Failure, Newcastle upon Tyne
Rebecca Griffiths, Specialist Surgical Dietitian, Southampton
Sarah-Jane Hughes, Lead Intestinal Failure RD, Belfast
Uchu Meade, Lead Clinical Pharmacist, London
Mia Small, Nurse Consultant Nutrition and Intestinal Failure, London
Phil Stevens, Intestinal failure Surgeon, Glasgow
Theo Wong, Consultant Paediatric Gastroenterologist, Birmingham
PINNT wants to thank all the members of the VNT who give their time freely to
PINNT. PINNT would also like to acknowledge the previous VNT lead, Dr Barry
Jones, who produced the original guidance on ‘swimming with a central line’.
You can view the VNT information and members via this link:
www.pinnt.com/About-Us/Virtual-Nutrition-Team-VNT.aspx
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It’s okay
to be me

When confronted by the reality that tube feeding wasn’t
working for me, I was totally devastated. I’d been
dismissing the thought of parenteral nutrition (PN) for a
couple of years. I really didn’t want PN, it felt like a step
too far, the point of no return. Once the line was put in I
had hoped I would feel better. Nope, I felt worse. It hurt, I
didn’t like the look of it and I felt everyone was staring at
me now because they could see parts of it. Reluctantly I
allowed myself to slowly adjust to having a plastic tube in
my chest. I hadn’t realised how much care it needed and
how focused I needed to be with the procedures, but I
mastered those well, thankfully. I think this helped me feel
in control for the first time in a long while.
Feeling stronger, I emerged from my self-imposed isolation,
keen to try and reengage with friends and pick up with
some interests. I tried to do too much too soon, I used
people from social media as examples of what I should be
achieving. We had the same treatment, similar interests
and passions, so why wasn’t I feeling accomplished?

PINNT
website
refresh
PINNT’s website has had a
refresh. We have focused on a couple of
areas now but aim to develop all pages and categories
during the year. We are thankful for donations from
Takeda and Fresenius Kabi, which have enabled us to
take the first steps in updating our website.

It took a close and dear friend to point out that I am me,
not anyone else, and they gave me this quote from Oscar
Wilde: ‘Be yourself; everyone else is already taken.’ It’s now
become my mantra; I no longer look at others and compare
myself to them. This is me (thanks to PINNT’s HAN week
for this) and I’ve taken huge steps to believe in myself and
give myself credit for the progress I’ve made. It took about
seven months for me to fully come to terms with needing
PN, liking it will never happen, but I am now reaping the
benefits and feeling so much stronger and healthier.
I want to share this because it’s okay not to want PN,
it’s okay to feel overwhelmed by illness and a treatment,
but it’s not okay to lose sight of who you are. Be kind
to yourself and seek the support that allows you as an
individual to shine through. I’m signing this off with the
nickname my friend has given me now, as she believes it
describes my future and my personal outlook.
Rosie

LITRE panel update
Following the user assessment process, Looking Into the
Requirements for Equipment (LITRE) is pleased to share the
full report from the panel on the Fresenius Kabi Ambix nova
ambulatory pump.
The panel performed an in-depth assessment from the
user’s perspective. Several parameters were assessed and
the findings can be found in the report. LITRE is keen to
stress that while the report provides the panel’s findings,
they fully accept that these may not be representative of
individual patients. LITRE believes that one pump does not
fit all people who require parenteral nutrition, and that the
choice of pump should be a decision between the clinical
team and the users. At no point should the decision about
which pump to use be a commercial one, the homecare
supplier should not make that decision.
Are you happy with your current pump for parenteral
nutrition? We hope you are, but if not, find out what’s
available and don’t be afraid to let your clinical team know
so you can discuss an alternative one.
You can find the full report on our website via the
following link: bit.ly/35GMLQz

LITRE panel
member
experience
‘Square pegs in round holes.’ A trip
back into time, to the 70’s and a world
of limited television. Well, that is where
I felt I’d landed when I sat on the LITRE
virtual panel. Whether it be Zoom or any
other media platform, I saw ‘Celebrity
Squares’ in front of me. Well, yes, for
one day we were celebrities.
From a variety of backgrounds, patient
users, carers, buyers and selected healthcare
professionals, we had a voice. But only when
Carolyn unmuted us. Joking apart, this panel
was about a serious subject: a portable infusion
pump for home parenteral nutrition. We assessed
the pump under controlled circumstances and
evaluated various aspects of the equipment. Also,
we looked at the rucksack and accessories for
home use.
Possibly it may have been better to have been
asked at the start of the process of manufacture,
but for me it highlighted the need for our
participation in shaping the needs of the patient
in the future for such products.
16
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So, if there are any trials, projects in the future, which affects yourself
please think about participating. As a patient or carer, you know the
limitations and pitfalls, and as a 24/7 user you have a voice, ‘as long as
you are not muted’.
If you feel like you’re a square peg being pushed into a round hole,
give participation a go.
Just a little thought.
I have been this for a while.
‘Vexation’ is a state of being annoyed, worried or frustrated.
Channelling this into trying to make a difference does actually work.
Although I’m not about to metaphorically jump off a cliff.
Mark

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.

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.
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Jessie
the fox

Brook

the rabbit

Sasuke

the monkey

Morgan
the parrot

Well folks, what have we been up
to so far this year? Back in January
we started our ‘New year, New
beginnings’ ‘Have a go activity’. We all
tried to learn a new skill and asked a
fellow Buddie for help.
Sasuki asked Jessie to help him to
learn a new recipe that he could
make with his monkey nuts and
bananas. Ash wanted to find out
what children’s book he could find to
share with his nephews when they
come to visit, so he asked Morgan
to help. Brook helped Jessie to grow
some herbs to use in her cooking.
Brook played some new games with
Ash in the garden. Finally, Morgan
spent the afternoon with Sasuki
making something from one of his
books for his mums’ birthday.

Thanks to our friends who joined in
and posted something you have been
doing. We loved seeing them.
We enjoyed seeing photos of
members activities; we had the
cheerful sunflowers, photographs
taken at night, hand painted stones
and a jigsaw. We really love seeing
activities, especially if they involve
family and friends.
March saw the start of our new
‘Have a go activity’. One of us has
been doing some spring cleaning and
found an old family box. Inside were
lots of objects. Each one was a family
memory. We enjoyed listening to the
stories and decided to have a go at
making a memory box together. Each
of us are going to share one of our
best memories and find an object to
put in the box.
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Ash

the tiger

All our friends have been invited to make a box and tell us what they are going to put in and why. We are looking forward
to hearing your great stories. So come along, bring your friends and families and get involved. Let’s get talking and
sharing! If you’re not joining in with our activities, come on over to our Facebook group: bit.ly/3DiRRyd
We like to celebrate special occasions. So far
we’ve marked Chinese New Year, Valentine’s
Day, World Book Day and St David’s Day. By
the time you read this we will have marked St
Patrick’s Day then we’ll have the official start
of Spring, Mother’s Day and Easter. If there is
anything you would like us to look at then just
give us a nudge.

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 Online Newsletter - Issue 1 - 2022
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My narrow boat experience
A journey through beautiful scenery, stunning engineering
structures and history.
It’s a crisp October morning and I’m sitting with the warmth of the sun
upon my face as I look ahead at the reflection of the autumnal trees in
the water. Some honking geese fly low overhead and land in an adjacent
lake. We continue onwards leaving the geese behind us. The only sound
now is the constant hum of the engine as we plough through the narrow
stretch of water. Ahead is the brick arch of bridge 43 – we glide under
it and are greeted on the other side by a curtain of willow tree leaves.
Further ahead I see the flash of blue as a kingfisher flies alongside the
canal bank, and on the towpath I watch a squirrel scurrying along
carrying a sweetcorn cob, almost as large as its body, in its jaws.
We are travelling on a barge on the Llangollen canal from Shropshire
through to Wales. It’s a scenic stretch which runs alongside woodland,
lakes and nature reserves. The natural beauty is only rivalled by the
impressive engineering feats that adorn the canal – the last 11 miles of the
canal heading into Llangollen have been awarded UNESCO World Heritage
status. We steer through three tunnels and across two aqueducts. The
highest, standing at 125 feet, is Pontcysyllte, the UK’s highest and longest
aqueduct, providing the impressive border between England and Wales. If
you dare to look, the views are simply breath-taking.
We are a two-man crew on a 58-foot barge. I’m on six nights a week
TPN, and we are away for seven nights. We did our homework before
booking the holiday, ensuring the fridge was large enough to store
the TPN feeds, and efficient enough to maintain its temperature. This
involved measurements and phone calls, but the hire company were
very accommodating. We booked a two-cabin barge (large enough
to accommodate four people) so that we could have a second cabin
as a TPN room for the connection and disconnection procedures. The
barge was clean and we had no concerns about conducting the aseptic
procedure. The only challenge was effectively completing the connections
and disconnections in a narrow corridor, but we adapted and developed
an efficient system.
The true beauty of the Llangollen Canal is the wealth of places to moor
up and explore: we walked around the meres in Ellesmere – nine glacial
lakes formed at the end of the Ice Age. We ventured around the Fenn’s
and Whixall mosses – peaceful wetland homes to a wide variety of
species. It’s hard to image it was brimming with military personnel during
World War two when it was used for rifle ranges. It has a reconstructed
WW2 Starfish site – fires were lit here in cages, serving as decoys to
confuse German aircrew into believing they were flying over Liverpool and
Manchester. We also walked the final couple of miles of the Llangollen,
not navigable by barge, to the Horseshoe Falls. This stretch runs parallel

to the River Dee and the trek can be made on foot
or by horse drawn boat. The falls are an impressive
crescent shaped weir built to divert water from the
Dee into the canal.
The stretch of Llangollen that we chose to navigate
only had two locks (four with the return trip) so
was not too demanding. There were however eight
(sixteen with the return trip) lift bridges. I became
quite adept at using the windlass to manually lift
and lower these bridges, and there were often
fellow boaters to help. There is a large network
of canals in the UK, and you can opt for canals
without any locks such as the Lancaster canal with
the Lune Aqueduct or the Ashby canal, much of
which is a site of Special Scientific Interest (SSSI).
If feeling more adventurous then there’s the Leeds
and Liverpool canal with the steepest flight of
locks, the Grand Union canal with its staircase
locks, or the Worcester and Birmingham canal with
the longest flight of locks in the UK.
Our holiday was a roaring success. In fact, we
wished we had arranged with the TPN company
to deliver a week’s worth of feeds to the boat and
continued for another week.

Fundraising
Did you know that PINNT operates entirely on donations? Without your valuable donations and
fundraising events PINNT would grind to a halt and would not be able to provide the ever-evolving
service to our members. We welcome fundraising ideas and suggestions from our members.
Thanks to the 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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Janet

Useful information
The Rough Guide to Accessible Britain is crammed with detailed reviews and essential information for over 200 UK
attractions, making it the perfect planning tool for when we can all begin exploring again. You can view the Guide online or
download it as a PDF and start planning today! www.motability.co.uk/news/rough-guide-to-accessible-britain/
The Priority Services Register (PSR) – for those who need extra support or additional care during a power cut.
You can register if you or someone in your household:
•
•
•
•
•
•

Relies on medical equipment
Have refrigerated medicines
Have a serious or chronic illness
Have a disability
Is living with dementia
Are of pensionable age

• Are pregnant or have children under five in your household
• Have mental health difficulties
•	Have extra communication needs (such as if you don’t speak or
read English well)
• Have a hearing or sight condition
• (This is not a comprehensive list)

Please note that in extreme conditions if a generator is promised, there may be occasions where they may not be able to
supply one.
Refrigerated/compounded parenteral nutrition: If you experience a power cut do not open the fridge unless you really
need to. Keeping the door closed will retain the temperature when the power went off. Depending on how long the power is
expected to be off, this will determine what you need to do. If it is off for a long time or you need advice, contact your homecare
supplier on their usual numbers.
Rising energy costs. If you are worried about
rising costs or struggling to pay your energy
bills, talk to your supplier as soon as possible.
Under rules from the regulator Ofgem (Great
Britain’s independent energy regulator), your
supplier has to help you – usually by negotiating
a payment plan that you can afford. There are a
range of options they can discuss with you. The
need to charge feeding pumps, keep a medical
fridge running every day, as well as having the
heating on more than normal, are
non-negotiable.

If your concerns compromise your clinical needs in any way, contact
your supplier to ensure they are aware of your clinical condition(s) and
essential need for energy.
Contact your Citizens Advice consumer helpline if you need more help
with a consumer problem. You can contact them via their website,
telephone and Relay UK – if you can’t hear or speak on the phone.
There is an online petition, open until 7th September 2022, named:
‘Provide an energy grant to people with a disability or serious medical
condition’ due to increased costs. You may wish
to sign it: www.petition.parliament.uk/petitions/610300/

The CEA Card is a national card scheme developed for UK
cinemas by the UK Cinema Association (UKCA). The Card
enables a disabled cinema guest to receive a complimentary
ticket for someone to go with them when they visit a
participating cinema.
•	The CEA Card is available to applicants aged 8 years and
above. The Card is valid for 1 year from the date of issue.
There are several railcards that you can purchase if you
use trains on a regular basis, especially if you use them
for frequent hospital trips. Find out which one would
suit you. The one we know many people have is the
Disabled Persons Railcard which allows a 1/3 off train
travel. You can find out the eligibility terms via this link:
www.disabledpersons-railcard.co.uk/are-you-eligible

•	To apply, you will need: Proof of eligibility, a photo and a
payment of £6.00. You can pay for your card online or by
post. Find out more via this link: www.ceacard.co.uk
Some cinemas, theme parks and attractions offer a
complimentary carer’s ticket, with proof of benefits.
Check with them when planning a visit.

You can purchase a card valid for a year or three years.
5- to 15-year-olds that are eligible can apply for a
Disabled Persons Railcard. While the Railcard will not
offer discounts on the child fare, it will allow one person
travelling with the cardholder to get 1/3 off most rail
fares. The Railcard also provides some special offers
and rewards from their partners.

The UK Global Health Insurance Card (GHIC) lets you get state healthcare in Europe at a reduced cost or sometimes for free. It
has replaced the European Health Insurance Card (EHIC). If you have a valid UK European Health Insurance Card (EHIC), once it
expires, you’ll need to apply for a GHIC to replace it. GHIC and EHIC do not replace travel insurance. Find out more via this link:
www.gov.uk/global-health-insurance-card
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Parenteral (PN/HPN) SAFETY poster
You can claim your FREE poster as a PINNT member.
Designed for all HPN/TPN adults who go into hospital, to
address key questions about your treatment and care plans.
We have asked parents to review this, so we can
produce a poster for children if there is a need and
input from families.
Request your poster now.
Email 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

Further copies can be purchased directly from PINNT via secretary@pinnt.com

Living with Artificial Nutrition booklet
Have you requested your copy of the booklet ‘Living with Artificial Nutrition’ yet?
It addresses important issues such as
sex and relationships, low self-esteem,
and the emotional impact of living
with artificial nutrition. It is a highly
recommended read for anyone on
artificial nutrition and for those who
care for someone who has HAN.
Everyone living with artificial nutrition
will have their own experiences but
it’s amazing how many issues and
experiences are common amongst
users. PINNT members can request
one free copy of this booklet by
emailing 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
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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.

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

PINNT Partner Corporate
Members 2022
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PINNT GET-TOGETHERS 2022
Some face-to-face meetings may re-commence during 2022. We are reviewing this with
each group. 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

Birmingham:
Gaynor Morgan
Email: gmorgan@pinnt.com

South West:
Jane Gagg
Email: jane.gagg@nhs.net
Tel: 01803 654951

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

Georgie Adams
Email: gadams1@nhs.net
Tel: 01392 404635
Lisa Cripps
Email: lisa.cripps@nhs.net
Tel: 01752 432562

Nottinghamshire:
Janet Darby
Email: jdarby@pinnt.com
Tel: 07583 854091

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

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