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Editorial
Welcome to the 2nd edition
of Online for 2021.
As restrictions slowly ease across
the four nations, we know many
people will be looking forward to
getting out into the world again. Take
it at your own pace, it’s not a race, now is the time to allow
each of us to feel comfortable during what is - for many still challenging times.
We hope you enjoy reading this edition of Online; some
inspiring features with lots of new information to share
with members. Our planning for Home Artificial Nutrition
(HAN) Week is taking shape. We will share full information
directly with members via email, post, social media and the
website when the week’s plans are finalised.
On the bright side of life, summer seems to have finally
arrived after what has seemed like an infinitely long winter.
The sun has been peeping through the clouds and there
is an air of optimism in the air. Let us all hope that we can
enjoy the fruits of the summer months and embrace the
uncertainties of life with a little ease and equanimity.
So, sit back and enjoy your edition of Online.

Carolyn
Chair PINNT & Team PINNT

Online email: comms@pinnt.com
Online address: PO Box 3126, Christchurch, Dorset BH23 2XS
Tel: 020 3004 6193
Julie Connery, National Secretary,
email: secretary@pinnt.com Tel: 07368 313420

Online Contacts

Executive Officers:
General Secretary - Steve Brown - 07500 871547
Email: sbrown@pinnt.com
Chair - Carolyn Wheatley - 01202 481625
Email: cwheatley@pinnt.com
Online:
PO Box 3126, Christchurch, Dorset BH23 2XS
Email: info@pinnt.com
Telephone: 01202 481625
PINNT:
PO Box 3126, Christchurch, Dorset BH23 2XS
Email: info@pinnt.com
Website: www.pinnt.com
VNT – Virtual Nutrition Team (Advisory Board)
Email: VNT@pinnt.com
National Secretary:
Julie Connery
Email: secretary@pinnt.com
Telephone: 07368 313420

Editorial Team:
Steve Brown, Julie
Connery, Colette Taylor
and Carolyn Wheatley

Designed by Designosaur: www.designosaur.co.uk
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The inaugural meeting of PINNT’s
new group in Coventry
At the beginning of March, we had our inaugural PINNT
meeting in Coventry - the first group to start up during the
pandemic! We met virtually on Zoom and it was humbling
to hear the stories of those who attended. Several
interesting issues were raised - from the practical difficulties
associated with being unwell, to the impact of illness on
close relationships, to the challenge of letting the medical
team know how things are really going rather than just
saying that ‘everything is fine’.
Paula commented, “I found it lovely to be able to talk to
others knowing they experience similar feelings and face
similar challenges each day, as in normal day-to-day life it
is not always easy to talk with people who fully understand
what we are going through. Here’s hoping that we might

even manage to get a face-to-face meeting in before the
end of the year!”
We spoke about the topics that people would like to
discuss in future meetings, and a range of interesting
themes emerged - coping with pain, how to get a good
night’s sleep, wellbeing tips, practical issues like how to
travel with TPN, how to cope with not being able to eat,
moving toward acceptance, and dealing with change. Quite
a list, and I’m sure we’ll have great discussions about these
important topics in future meetings!
We look forward to our next opportunity to get together.
Anne-Marie and Paula

PINNT’s Virtual Nutrition Team
We are delighted to introduce the new co-chairs of our Virtual Nutrition Team (VNT). Below are brief
introductions to Simon Lal and Jeremy Nightingale. These are abridged introductions due to their
extensive involvement in the field of nutrition and gastroenterology.
Simon Lal has
been a Consultant
Gastroenterologist
and Professor of
Gastroenterology at
Salford Royal Hospital
since 2009. He is the
clinical lead of the
Intestinal Failure Unit at
Salford, which is one of
the two national reference
centres for Intestinal Failure in England.
He was previously a consultant in Aintree
University Hospital, where he also helped set
up and run the Trust’s first nutrition support
team. Simon has written several national and
international guidelines on nutritional care
with the British Society of Gastroenterology,
British Intestinal Failure Alliance (BIFA) and
the European Society of Clinical Nutrition
and Metabolism (ESPEN) and is the UK
lead on ESPEN’s home artificial nutrition
committee. Simon enjoys cycling and reading
and spending time with his family. During
lockdown, he also became a convert to yoga,
although he admits he’s not very good at it!
If you have a general question or topic you would like
to submit to our VNT for consideration, please email
them at vnt@pinnt.com

Jeremy Nightingale was a
Consultant Gastroenterologist
at St Mark’s Hospital
specialising in intestinal failure
(IF) and inflammatory bowel
disease from April 2006 2017. For ten years prior to
this he was a Consultant
Gastroenterologist and
General Physician at Leicester
Royal Infirmary where he set
up and established a nutrition support team. He
originally trained at St Mark’s Hospital under the
guidance of Professor JE Lennard-Jones. He has
been the chairman of the British Intestinal Failure
Alliance (BIFA) since 2014. He was the British
Society of Gastroenterology representative on the
NICE (National Institute for Health and Clinical
Excellence) committee for ‘Nutritional Support in
Adults: oral supplements, enteral and parenteral
feeding’. In 2006 he was the main author on the
British Society of Gastroenterology (BSG) guidelines
on the management of patients with a short bowel.
He currently works part-time in Intestinal failure
at University Hospitals Coventry and Warwickshire
NHS Trust and is currently writing about aspects
of intestinal failure (for BIFA and for the second
edition of the Intestinal Failure textbook). Jeremy
keeps llamas and is a keen tennis/croquet player.
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Third feature from PINNT’s
COVID-19 survey
Impact of shielding and lockdown on the personal wellbeing of people on Home Artificial Nutrition
(HAN): Impact on individual’s self-reported mental wellbeing - PINNT COVID-19 Impact Observational
Survey Series
Background
During the pandemic PINNT instigated a survey to gauge how members
were dealing with and managing the impact of COVID-19. As this is the
third report in the series and you may not have read the previous two,
these can be found in the ‘newsletter archive’ on the PINNT website
www.pinnt.com.
PINNT used The Warwick-Edinburgh Mental Wellbeing Scale
(WEMWBS) to score the data submitted by members as it’s a validated
tool to give accurate results.
Introduction
The pandemic has affected those with long-term conditions (LTCs)
on Home Artificial Nutrition (HAN) [1], with possible impacts on the
exacerbation and poorer management of LTCs, attributed to the impact
on both individuals and the ability to provide healthcare in the standard
way, potentially negatively impacting the management of LTCs and any
continuity of care [2].
In the report by the King’s Fund [3], individuals with LTC are two to
three times more likely to experience mental health problems than the
general population. The authors recommend that the care for large
Statement

numbers of people with LTC’s could be improved
by better integrating mental health support with
primary care and chronic disease management
programmes, with closer working between
mental health specialists and other professionals.
With this evidence in mind, the third part of the
COVID-19 series, PINNT will present the change
observed in the self-reported mental wellbeing of
individuals on HAN, by comparing the scores at
the time of the initial survey (April 2020) to those
of the final survey (August 2020).
The Warwick-Edinburgh mental wellbeing scale
(WEMWBS) [4] used by PINNT supports positively
focused aspects of mental health. As a result,
the scales are well received by study participants,
service users, and practitioners. Feedback
from mental health service users and carers
demonstrates a preference for WEMWBS over
other mental health scales. Permission to use was
received on 7th April 2020. Table 1 shows the
full WEMWBS.

None of the Rarely

Some of the

Often

All of the

1. I’ve been feeling optimistic about the future

1

2

3

4

5

2. I’ve been feeling useful

1

2

3

4

5

3. I’ve been feeling relaxed

1

2

3

4

5

4. I’ve been feeling interested in other people

1

2

3

4

5

5. I’ve had time to spare		

1

2

3

4

5

6. I’ve been dealing with problems well

1

2

3

4

5

7. I’ve been thinking clearly

1

2

3

4

5

8. I’ve been feeling good about myself

1

2

3

4

5

9. I’ve been feeling close to other people

1

2

3

4

5

10. I’ve been feeling confident

1

2

3

4

5

11. I’ve been able to make up my own mind about things

1

2

3

4

5

12. I’ve been feeling loved

1

2

3

4

5

13. I’ve been interested in new things

1

2

3

4

5

14. I’ve been feeling cheerful

1

2

3

4

5

Results
The following figures (Fig 1 – 14) illustrate the change in the specific aspect of self-reported mental wellbeing. The initial
survey took place in April 2020, with the final survey in August 2020.
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Third feature from PINNT’s COVID-19 survey - continued

“I’ve been feeling optimistic about the future”
There was a non-statistically significant (N.S.) difference between
the surveys. A slight decrease in scores was found in the final
survey, as the average score was 3.01 in the initial survey, with a
decrease to 2.97 average score in the final survey.
Fig 1: Results of WEBWMS Statement one

“I have been feeling useful”
A small N.S. increase in average score was found in statement
two. The average was 2.70 and 3.10 in the initial and final
survey, respectively.
Fig 2: Results of WEBWMS Statement two

“I have been feeling relaxed”
A small N.S. increase in average score was found in statement
three. The average was 2.91 and 3.10 in the initial and final
survey, respectively.
Fig 3: Results of WEBWMS Statement three

“I have been feeling interested in other people”
A small N.S. reduction in the average score was found in
statement four. The average was 3.49 and 3.42 in the initial and
final survey, respectively.
Fig 4: Results of WEBWMS Statement four

“I have had energy to spare”
A small N.S. reduction in the average score was found in
statement five. The average was 2.32 and 2.30 in the initial and
final survey, respectively.
Fig 5: Results of WEBWMS Statement five
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Third feature from PINNT’s COVID-19 survey - continued

“I have been dealing with problems well”
A small N.S. increase in the average score was found in
statement six. The average was 3.18 and 3.33 in the initial and
final survey, respectively.
Fig 6: Results of WEBWMS Statement six

“I have been thinking clearly”
A small N.S. increase in the average score was found in
statement seven. The average was 3.39 and 3.48 in the initial
and final survey, respectively.
Fig 7: Results of WEBWMS Statement seven

“I have been feeling good about myself”
A small N.S. increase in the average score was found in
statement eight. The average was 2.87 and 2.93 in the initial
and final survey, respectively.
Fig 8: Results of WEBWMS Statement eight

“I have been feeling close to other people”
A small N.S. increase in the average score was found in
statement nine. The average was 3.02 and 3.29, respectively.
Fig 9: Results of WEBWMS Statement nine

“I have been feeling confident”
A small N.S. increase in the average score was found in
statement ten. The average was 2.80 and 2.86 in the initial and
final survey, respectively.
Fig 10: Results of WEBWMS Statement ten
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Third feature from PINNT’s COVID-19 survey - continued

“I have been able to make up my own mind about things”
A small N.S. increase in the average score was found in
statement eleven. The average was 3.65 and 3.77 in the initial
and final survey, respectively.
Fig 11: Results of WEBWMS Statement eleven

“I have been feeling loved”
There was no difference between the average scores found in
statement twelve, the average was 3.72 in both surveys.
Fig 12: Results of WEBWMS Statement twelve

“I have been interested in new things”
A small N.S. increase in the average score was found in
statement thirteen. The average was 2.99 and 3.403 in the
initial and final survey, respectively.
Fig 13: Results of WEBWMS Statement thirteen

“I have been feeling cheerful”
A small N.S. increase in the average score was found in
statement four. The average was 3.06 and 3.07 in the initial and
final survey, respectively.
Fig 14: Results of WEBWMS Statement fourteen

The 14-item scale WEMWBS has a total score obtained by
summing the score for each of the 14 items. The scoring range
for each item is from 1–5 and the total score is from 14-70.
Figure 15 illustrates the mean WEMWBS score for the initial
and final survey, reflecting the change between April 2020 and
August 2020. A small non-statistically significant increase in the
overall score was observed.

Fig 15: Mean scores of WEMWBS measured at the initial and
final survey
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Third feature from PINNT’s COVID-19 survey - continued

Discussion
It is clear from the results that there has been variation over time with
specific elements which contribute to our overall mental wellbeing.
Whilst there was a slight reduction in optimism, interest in other
and energy levels, there were also small increases in the frequency
of feelings such as, being useful; relaxed; managing problems; clear
thinking; being close to others; feeling cheerful and loved.
To enable interpretation of the data, scores can be divided into high,
average, and low mental wellbeing using cut points. Several different
cut-points have been used. One statistical approach is to put the cut
points at plus or minus one standard deviation. This approach puts
approximately 15% of the participants into high and 15% into low
categories.
In UK population samples, the top 15% of scores on WEMWBS range
from 60-70 and the bottom 15% 14-42.

Using this interpretation of the data, the overall
mental wellbeing of individuals on HAN who
responded to the surveys was at the lower
end of average. This may be expected based
on the findings of the Kings Fund Report on
Long-term Conditions and Mental Health, the
cost of co-morbidities [3], but should support
the recommendations of this report for a more
integrated approach to physical and mental health
services for those with LTC’s.
Acknowledgement
PINNT would like to thank all the individuals who
took the time to support this survey, by kindly
providing information and sharing their individual
experiences during this unprecedented time.
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Dr Barry Jones –

inaugural lead of PINNT’s
virtual nutrition team
(VNT) retires
We wish to thank our long-standing supporter and
friend Dr Barry Jones for having steered our Virtual
Nutrition Team (VNT) since 2012. Barry was keen
to support PINNT and readily agreed to launch our
VNT. Our VNT has produced five guidance booklets
and have been quoted during many talks and
presentations by fellow healthcare professionals. The
work he started on behalf of PINNT will continue as
you can see from the announcement of the new cochairs on page 3. We are reviewing new applications
for our VNT and in the next edition of Online we will
announce our full team.
We wish Barry well in his retirement but know he
has much work to do as he continues his role as a
Trustee of BAPEN.
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Thank you to those
who took part
If you responded to the feature on page sixteen in Issue
1 of Online 2021 regarding the research project with
Manchester University – thank you very much. We
appreciated the feedback we received. It varied between
willing to help and pleased to be asked while others felt the
study was a little too in-depth and some people decided
not to complete. As always, the choice is always yours and
we fully support the personal decisions members make.

Over half way there!
PINNT would like to thank Megan for
selecting PINNT to benefit from her
fundraising event. Her feature was written
during the compilation of the content for
this edition of Online and the publication
date. We hope to have a feature in Issue 3
about Megan’s half marathon.
My name is Megan, and, on the 16th May 2021, I
am planning to run a half marathon to fundraise for
PINNT. I am 22 years old and live in Inverness with my
cat Florence. I am currently studying at the University of
Aberdeen and next month will qualify as a doctor, starting
work here in the Highlands in August. In my spare time, I love anything outdoors
so spend lots of time climbing Munros (mountains in Scotland over 3,000 feet),
wild swimming and running.
In June 2019, I had my first NJ feeding
tube put in, when I was no longer able
to eat or drink due to gastroparesis
secondary to Ehlers-Danlos syndrome.
In October 2020, I finally got this
converted into a jejunostomy tube,
so it is no longer visible, but I still
rely on it for everything. EhlersDanlos syndrome is a connective
tissue disorder characterised by
joint hypermobility and skin fragility
amongst other things. It affects
everyone in different ways but for
me it is primarily recurrent joint
dislocations and digestive problems. I
was unwell for about two years before
my gastroparesis was diagnosed,
repeatedly in and out of hospital with
starvation ketoacidosis. When I was
told I would need a feeding tube, it
felt like the end of the world but it
is probably the best thing that could
have happened. Now, I am back
enjoying all the things I could do
before I became ill.
I had signed up to take part in the Inverness Half Marathon event this May, however it was cancelled due to Covid-19.
As it is something I have always wanted to do, I have decided to run it anyway and fundraise at the same time. It does,
nevertheless, present a significant logistical challenge of how to get enough feed and water in to compensate a run of
that distance, as well as all the training runs leading up to it. I am not aiming for a specific time; the aim is just to make it
round! However, it is not something I can do entirely by myself and I have had help from many different members of the
healthcare team. Primarily, the dietician has helped me with the technicalities of how much feed/water, how fast and what
type, but I have also had help from a specialist physio, who showed me how to tape my joints in place and an orthotist
who made me a brace for my ankle, and of course my GP too. Although, a special mention should also go to the delivery
man from Nutricia, who carries all the boxes of the extra feed and water required up the two flights of stairs to my flat
every month!
For me, I think the main challenge of enteral feeding is not actually related to the feeding itself but more other people’s
perception of what being on artificial nutrition means. This was especially the case when I used to have my NJ tube, which
was obviously a lot more visible. For example, people would offer to get things off the shelves in the supermarket or let
me skip the queue in the post office, not realising that I had just run a 10k earlier that day. Or when I am at the gym or
swimming in a loch, people often do a double take and ask me if I am sure I should be doing that!
Megan
PINNT Online Newsletter - Issue 2 - 2021
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40

was life
changing
for me!

Hello, I’m Paula Williamson a forty-seven-year-old living in
Coventry, with my husband, daughter and two dogs and I
have a son who lives and works in London.
For the first forty years of my life, I lived a relatively happy
and carefree existence (the usual ups and downs). It was
during my fortieth year that I realised something was
happening that didn’t feel right. It started with stomach
pain after eating, progressing over time to vomiting,
bloating and even more pain. That began in March 2014,
followed by lots of tests and by the time we got to October
I had lost too much weight and I was admitted to hospital
for the first of many admissions. From this point I was
introduced to the most amazing Gastro team at University
Hospitals Coventry and Warwickshire (UHCW), and I have
spent the last six and a half years under their care. I was
started on Naso-jejunal (NJ) feeding to try and get me back
to a healthy weight. I had a small bowel resection to test
for a rare condition called Myenteric Plexitis, which has
caused nerve damage to my gastrointestinal tract, which in
turn causes dysmotility in my stomach, and both my large
and small bowel. At the point of diagnosis, I was relieved
- thinking thank goodness I am now going to receive
some treatment to fix me back up to where I was before.
Unfortunately, it was not that simple, there is no cure, the

nerve damage had already been caused and although there
was a steroid treatment available, it didn’t improve my
symptoms so that treatment was stopped.
I continued to receive my nutrients via a PEG-J, which
was not providing me with sufficient goodness and by
December 2015, I was suffering from pancreatitis and
malnutrition, it was then decided that I needed total
parenteral nutrition (TPN) to receive my nutrients and I was
taken into hospital once again. I was in hospital to have
my Hickman Line placed and to commence TPN, it was
overwhelming and it all happened so quickly that it felt like
a cyclone had just gone off around me. Upon discharge
from hospital, I was introduced to PINNT by my Gastro
team; up until this time I wasn’t even aware that PINNT
existed. Once I became a member, I scoured the website
and went through the website page by page. I was glad
of the information I was able to read and to see that there
were others that were going through a similar experience.
The thing that got me through the dark points of my illness
were my family - I am so lucky to have their help, love, and
support always!
There have been many hospital admissions and many
more diagnoses; each year seems to bring something new
along! I have had more complications over time and this
has resulted in me having an Ileostomy and subsequently
I have had my large bowel removed (this was because my
large bowel decided to stop working altogether; it became
impossible trying to make it function). This was the biggest
surgery I have been through and it took some recovering,
but I am recovered from it now and hope to benefit from a
lot less pain going forward. Some days are a lot easier than
others, and this mostly depends on whether my body is
going to give me a day off!
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40 was life changing for me! - continued

I decided to give up work just over a year and a half ago. I wondered at
the time if it was the right decision, but I have no regrets and am glad that
I made the decision to stop. During the day I have the company of my fur
babies. I enjoy crafting, colouring and calligraphy, together with reading and
spending time with my family in the evenings and weekends. I would say my
life is unrecognisable compared to before my illness, but it is what it is, and
I have to deal with it. It’s not going to get better so I can either learn to deal
with it or spend my time moping. I try my hardest not to do the latter! I have
also managed to do many great things since being poorly. My husband and I
renewed our wedding vows on our silver wedding anniversary and that will be a
day that I will cherish forever. I also found out that I have a long-lost sister who
lives in New Zealand and I was lucky enough to meet her last year and to spend
a week together getting to know one another.
I want to start up a group with Dr Anne-Marie Chilton as we have been talking
and feel there is a lack of support for people in a similar position to myself. If I
did not have PINNT to refer to when I started on TPN there would have been no
one to support me.

For me it would be reassuring to know
that there is someone there that you
can speak to or ask questions if you
are unsure and to be able to get to
know others in a similar position;
there always seems to be lots to talk
about! If it means that we can help
at least one other person when they
feel alone and isolated - to understand
what they are going through - that
would be amazing. I have been lucky
enough to get to know a couple of
people who have a similar illness to
myself and when I talk with them it is
always reassuring.
Kelly

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.
If you would like to know more
about joining please email:
secretary@pinnt.com
or visit the page below:
www.facebook.com/groups/pinntclosedmembers

PINNT Online Newsletter - Issue 2 - 2021
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Call for research topics
for parenteral nutrition
Impact of shielding and lockdown on the personal
wellbeing of people on Home Artificial Nutrition (HAN):
Impact on individual’s self-reported mental wellbeing PINNT COVID-19 Impact Observational Survey Series
What was the call to action?: If you are on parenteral nutrition, over
18 years of age – or have a relative/family member who supports you
this is a unique opportunity to submit your view(s) on what research
topics/questions you feel should be considered in relation to
parenteral nutrition.
Not yet submitted your topic(s)? It’s not too late to submit a topic or two if you would like the research team to consider
your suggestions.
Who is doing the research and why? “We are an international group of patients and healthcare professionals trying to
find out what needs researching in the area of home parenteral nutrition in a project being co-ordinated by researchers at
the University of Manchester. If you are a patient, family member or healthcare professional who has experience of home
parenteral nutrition, please consider completing the questionnaire asking for your views. You are the people who have a
direct insight into the research needs in parenteral nutrition and your views need to be informing the research agenda. The
information that you give us will feed into a process to produce a list of the top ten international research priorities. These
priorities will be promoted to bodies which fund healthcare research. Make sure your voice is heard in the research agenda.”
Patient representatives: Carolyn Wheatley (UK), Marianne Riis (Denmark) and Bethany Johnson (USA).
Healthcare professionals: Simon Lal (Gastroenterologist UK), Loris Pironi (Gastroenterologist and Nutritionist Italy), Andrew
Clamp (Oncologist UK), Sorrel Burden (Dietitian UK), Jennifer McCracken (Dietitian UK), Leanne Williamson (Nurse UK).
How to submit your topic(s): www.redcap.rss.mhs.man.ac.uk/surveys/?s=9C9JXFKNE9
More information can be found at: www.research.manchester.ac.uk/portal/en/projects/home-parenteral-nutritionpriority-setting-partnership(cc9190a3-8571-4b38-a876-a68f1c1eb231).html
www.chloefrench8.wixsite.com/website

Our plans are coming together nicely and once again this year we will have a
varied range of activities during the week.

Home
Artif icial
Nutrition

2021

Home Artificial Nutrition
(HAN) Week 2021

Awareness Week
2 - 8 August 2021

Save the dates: 2 – 8 August 2021.
Can you help? We are seeking members who are keen to tell their story as
a person on artificial nutrition, someone who supports a friend or relative, a
healthcare professional who would like to share their role in the field of home
artificial nutrition or any of our PINNT corporate partners who have an idea for the week.
We have already heard from a couple of our corporate partners who have events planned – we can’t wait to share them
with you nearer the time.
Please contact us as soon as possible with all offers of help and ideas by email on comms@pinnt.com or telephone
020 3004 6193.
When we have a plan for HAN Week, we will share this with members by email. Those without
email or consent to communications by email will receive this in the post.
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Challenge Gary for HAN Week 2021
Gary is a PINNT Ambassador and executive
committee member. He is fed enterally and has
the habit of taking on challenges to not only raise
awareness of enteral tube feeding but also PINNT.
Last year he did the 373 off-road cycle challenge
during HAN Week. Read on to find out about his
challenge for 2021!
Coast to Coast Kayaking
This year ‘Challenge Gary’ has been late in coming due
to deciding which challenge to do, however, the kayak
coast to coast has finally been selected. This challenge
came to light when my friend Danny Brooks wanted to do
something for PINNT. Knowing I try new challenges each
year he mentioned what he had in mind and I jumped at
the chance to join in as it’s been over 35 years since I have
been in a canoe. It is not only kayaking eight hours a day
but having to get in and out of the canoe to get past all the
locks on route. I may have to stop to do bolus feeding, this
will have to be worked out during my training.
I am looking at how to keep my button area clean in case I
end up in the canal! You never know what will happen. If
this does happen then at some point I will need dry clothes.
What I have been advised is to carry some spare clothes in a
dry bag which will fit into a compartment within the canoe
along with my food, water and medication. Yes, don’t
worry the canoe will have the room as taking on advice
from the experts - the size of the canoe will be around 12ft
or 14ft long with compartments at the rear for storage.
The Journey
Route: Liverpool (on the west coast) to Goole (on the east
coast), via Halifax.
Starting at Mersey Docks (Liverpool) then onto Leeds
and Liverpool Canal, Leigh Branch, Bridgewater Canal,
Manchester Ship Canal, Rochdale Canal, Calder and Hebble
Navigation, Wakefield Branch, Aire and Calder Navigation
Main Line finishing at Near Lemonroyd Lock (Goole)

Route Distance: 140 miles (according to canalplan.org.uk).
Estimated Timeline: 140 (number of miles) divided by
3 (mph – realistic speed) = 46 (total number of hours to
complete route). Divided by 8.36 (planned daily paddle
time) = 5.5 (total number of days to complete route).
We will be staying in hotels on the odd occasion but mainly
we will travel home and then travel back to where we
ended the previous day. This is possible with the support
from Danny’s father who has a trailer to carry the canoes
plus storage at his house for these overnight. This may
change once we have a full understanding from the experts
after further meetings and training with them.
We are looking into the idea of some filming with a drone
along with some live video steaming - we want to consider
all options – we will share more on this before the event.
How do I feel about this challenge? Well, I am slightly
nervous due to the amount of time getting in and out
of the canoe, but if I didn’t feel nervous then something
would not be right! It’s good to feel nervous about trying
something new; so, if anyone is thinking of trying out a
new challenge (and I don’t mean the extreme ones I do),
then please let PINNT know about it and give us an update,
it would be great to hear from you and maybe we could
put your own challenge into the next Online newsletter
after HAN week.
I will try and get some videos of my training, which may
show how good or bad it’s going; these will appear on
PINNT’s Facebook page. Watch this space for more updates.
If anyone has any questions about anything I am doing,
please get in touch and I will try and answer them before or
during my challenge. Email me at gtaylor@pinnt.com
My fundraising for the event for PINNT is:
https://uk.virginmoneygiving.com/GaryTaylor46
Gary
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Sarah accepted the challenge from
Ezekiel (one of our younger PINNT
members) for HAN Week 2020;
will it inspire you this year?
Last year, Ezekiel encouraged PINNT members to complete a
challenge during Home Artificial Nutrition (HAN) Week to help
raise awareness of what we can do (rather than what we can’t).
Sarah was one such member who took up the challenge. Here’s
her story.
My Challenge: To practice a piano piece which I’d then record and post
on Facebook!
Preparation: I knew from the outset it would take much
longer than a week to have a piano piece ready to record,
as it’s many years since I’ve been able to play. So, the
practising began several weeks before, playing just a few
minutes a day when my health allowed. Slowly but surely,
the tune started to come together, and I began to sound
less like Les Dawson (the slightly older amongst us will
know what I mean).
The Week of the Challenge: Thankfully, my health held
up sufficiently during the practice weeks, so I felt strong
enough to attempt a recording. But, if I thought practising
the piece had been challenging, it was nothing compared
to recording it which proved a massive undertaking. It took
many tries (over most of the week) to achieve one rendition
that was share-worthy! But I managed it... somehow!
My Song Choice: As soon as I decided to do the challenge,
I knew I wanted to play something linked to nutrition.
‘Food Glorious Food’ seemed the perfect choice. I trusted
most people would recognise it, be able to sing along and
it would make them smile. I’m pleased to say that this
definitely turned out to be the case. I also hoped it would
make people stop and think how fortunate they are. As for
those of us on HAN, all we can do when it comes to eating
‘glorious food’ is close our eyes and imagine.
The Outcome: My main hope was to raise awareness of
HAN among my large group of friends. Going by the huge
number of likes, shares, interest, questions and support
I received throughout the week (from both old and new
friends), this outcome was achieved. It also gave me an
opportunity to remind everyone that although chronic

illness is a big part of my life, it’s not my identity.
The Scale of the Challenge: I knew the challenge would
be a big one for me, but it ended up being much tougher
than expected, on so many different levels. I might look
‘well’ on the film but the physical effect on my body was
massive. Every practise and play through of the tune literally
made me shake with exhaustion and pain afterwards
and it took many weeks for my increased Myalgic
Encephalomyelitis (ME) symptoms to begin to ease.
Final Thoughts: Was it worth the health payback? Yes!
Absolutely! I don’t regret doing the challenge one little bit.
It was great to play the piano again, even if I haven’t been
well enough to do so since. Above all, it was wonderful to
be able to support and celebrate the PINNT community and
help make our voices heard. So, thank you Ezekiel, for the
opportunity to take on this challenge. Roll on this year’s
HAN Awareness Week!
Challenge for HAN Week 2021 - how about setting
yourself a challenge to complete during this year’s HAN
Week? It doesn’t have to be anything big or impressive.
In fact, it’s best to choose a realistic challenge that you
know you can complete. Setting out to fail is not what it’s
about. The aim is to have fun and be proud of what you
can achieve. I’m starting to mull over a potential idea. How
about joining me? Then we can cheer each other on come
HAN Week 2021.
You can view my challenge via this link:
https://bit.ly/3vaHtn9

Responses to expressions of
interest for our enteral and
parenteral advisory panels
Wow! We were overwhelmed with responses from members who
were keen to be considered as a member of one of our advisory
panels. It’s taken longer to review the applications but by the time
you read this we hope to have more information on the website.
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Sarah

Your Letters
Dear PINNT

Dear PINNT

A short note to thank Carole, Issue 1 – 2021,
page 5, for raising the complex dilemma of
whether to feel guilty or fortunate in relation
to being able to eat when I am with friends
on feeding who are unable to. As yet I have
not found a solution, but it resonated with
me, as it may with others, and I wanted to
say thanks for effectively saying it out loud!

I used the contact details given in the last newsletter to take part in the short
survey about my experience of home parenteral nutrition (HPN).

Ann

I want to thank PINNT for always being there for us - as sometimes I feel on my
own, especially this last year due to having to isolate. I am still waiting for an
operation, so I’ve remained in isolation to give me every chance of being ready
to have it as soon as possible. I get very frustrated trying to access information,
usually bounced from one person or department to another; I’ve learnt a lot off
your site and PINNT, if I hadn’t had access to it, I really don’t know if I would be
here to tell the truth. I have researched my illness myself to learn all I can, but I
want to thank PINNT very much for all your support – keep up the brilliant work.
Dawn

Dear PINNT
Thank you for the chat recently, facing
the future being dependent on feeds via a
central line to keep me alive was scary to say
the least. Being a mature person, I found the
conversation in the ward a tad alarming. All
I could hear was ‘sepsis’ along with ‘back in
here again’ – negativity overload. Granted
it’s an honest perception of individual
experiences but I think for a new person
going on the treatment it was off putting.
Thankfully I have been able to reconcile that
other people’s experiences will hopefully not
be mine. I was able to empathise but feel
sometimes it was best to pull the curtains
and settle into a good book and limit myself
to focusing on my personal journey. So,
thank you PINNT for being a listening ear. I
am pleased to say since our call I am home,
and all is going well.

Dear PINNT
#verify - just to confirm that I have received my Medical Tag. Thank you very
much for sending it through so quickly. I am sure it will be a great help in going
out and about as lockdown eases.
Many thanks again.
Margaret

Dear PINNT
#verify - as a new member I was keen to apply for the Medical Tag for my
feeding rucksack. It arrived quickly which was great. I am now venturing
out and met friends recently for a catch up outside. My feed came too and
my Medical Tag had its first outcoming. I felt more confident knowing if
approached I could explain my rucksack without fumbling for the right
words to use. Great idea PINNT - many thanks

Pat

Sam

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.
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Introducing Jenny,
Gordon, Alma and
the rabbits

Hi, my name is Jenny! I am the owner of not only a Hickman line, a PEG tube
and an ileostomy but also two goats and three rabbits!
I am frequently described by doctors as “complicated” due to my medical
history! In 2008, when I was 21, I was diagnosed with ulcerative colitis - an
autoimmune disease which affects the large intestine. Unfortunately, I am not a
textbook case and from the ages of 23 - 29 I underwent five major abdominal
surgeries and had numerous hospital admissions and procedures. I have had an
ileostomy for 11 years now.
Unfortunately, so much internal scarring caused new problems to arise,
particularly with pain and it was becoming more difficult to maintain my weight
and nutrition. After several years of trial and error with operations and feeding
tubes including being PEG tube fed for most of 2013 - 2020, I moved onto
home parenteral nutrition (HPN) in June last year. My 34th birthday fell during
my time in hospital and the photo is of me celebrating from the hospital bed
with a homemade bedpan hat! I run the PN five nights a week for 14 hours each
time. I have always struggled with keeping my weight up but TPN has allowed
me to finally remain a stable weight.
Day-to-day life looks different to how I would have imagined - it is tiring having
so many hospital appointments and phone calls and basically having to arrange
life around my health needs. Being unable to eat normally is particularly tough
when it comes to social situations, however, I’m very thankful for small mercies
like the fact that I can tolerate a very small amount of snack food. Thankfully
PN has drastically reduced my abdominal pain and greatly improved my weight,
nutrition and energy. I used to work as a farm manager at a local family country
park, but I had to leave in October 2019 due to my health. I have just started
trying to get back into work and am now starting to work part-time at a doggy
day care on the same site where my goats live.
Aside from health bits and pieces, I’m somewhat animal obsessed and spend
a lot of my time with my goats - they have been a lifesaver over lockdown and
have kept me busy. They are called Gordon and Alma. (Gordon is the one with
white spots). They are ten months old and literally act like dogs! They follow me
around, come when called and go for walks! I have also started trying to get
them to do some agility - they are very food driven so it’s not too hard to get
them to do things except Alma prefers to walk around the jumps as she doesn’t
see the point in jumping over them to get a piece of carrot! They are true to the
stereotype of being greedy and acting like they’ve never been fed!
20
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Introducing Jenny, Gordon, Alma and the rabbits - continued

I must also make sure my Hickman® line is well covered up
as the goats enjoy chewing on toggles, laces etc! However,
they are very needy and even know the sound of my car
door closing! They will bleat at the top of their lungs until I
get to them once they know I am nearby.
Aside from the goats I also have three rabbits, one of which
is a 5kg giant called Nora!
When I got the Hickman line last year I was gutted as I
thought I would not be able to work with or have much to
do with animals any more as a result - but I was delighted
when they told me in hospital that it should be fine providing I take the necessary precautions. So far, the only
incident has been me stupidly forgetting I have the line and

then letting my friend’s hamster crawl on my chest - she of
course took a good couple of munches on it!
I go to church and have a faith in God, which is a big part
of my life and a big encouragement to me as I go through
my various health issues. Although we have not been able
to meet personally as a church over the last year because
of the pandemic we have been able to do things online.
Usually at church I am involved with the kids’ work - creche
and Sunday School and helping with holiday clubs. The
goats even took part in our church nativity play!
I also love crafting and cardmaking and over the last
18 months have been teaching myself calligraphy.
Jenny

Back with
#TeamTAG
My name is Moira Kallis and I started
my nursing career at the age of
sixteen as a Cadet Nurse. I had never
thought of doing any other job. When
I was twelve years old my dad had an
operation, and when I went to visit
him, he was attached to a drip. He
turned to me and said “Are you sure
this is what you want to do?” The
answer was a big yes. Unfortunately,
my dad died before I became a
qualified nurse.
Most of my nursing career has been
spent working in the community
setting. When I moved into the
nutrition world and became involved
in planning and managing patients’
care at home, I knew I was in the
best role.
I became involved with #Verify (the
PINNT Medical Tag project) when I

worked as a product specialist for one of the ambulatory pump companies, and
I became part of the original team who developed the tag. I loved the idea of
the tag, as I had worked with lots of patients I felt I had some understanding
of the lifestyles that patients lead, and how the tag could make things easier. It
was a proud occasion when the medical tag won the ‘New Product of the Year’
category at the CN Awards in 2018.
Speaking to patients after the launch I realised it had been a success, regardless
of the award.
I have now retired from full-time work, however, when PINNT contacted me to
ask if I would help with the revamp of the tag I was delighted and am excited
about what we are doing.
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Making my own
decisions about
my health
I have been a member of PINNT for about three years now and
this is the first time I have had the courage to write an article for
the magazine.
It all started on the morning of Thursday 18th February. I feed overnight
and had just disconnected and flushed my tube when suddenly I felt
sick, so I went to the toilet where I brought up a large amount of blood
followed by more. I got back into bed and elevated the foot as the
medics had done when I had a previous episode like this. My wife called
999 for an ambulance and then put all my usual medicines in a bag. It
was very frosty, and the roads were iced so we thought we were in for
a wait, but it only seemed like minutes when we could see the lights
of an ambulance and a knock on the door and I was off to Basildon
Hospital dressed only in my pyjamas, slippers, puffer jacket and a woolly
hat. I don’t clearly remember a lot at this point, but I was taken straight
into casualty. It was all a bit of a blur, but I was transferred to a ward
with little delay. The next few days were a round of bags of whole
blood, saline, antibiotics, and goodness knows what else. At the same
time there was a constant round of blood tests and blood pressure,
heart rate etc.
After about four or five days I stopped bringing up blood and after
two aborted endoscopies they decided to do a scan to find the cause.
By this time, my arms and left leg were so swollen and bruised it
was nearly impossible to find a vein they could use. My right leg was
unusable as it had been the donor for a quad bypass I had earlier. On
Sunday afternoon a doctor arrived to put in a larger cannula to enable
dye to be injected for my proposed scan. After seven attempts he finally
managed. However, that scan did not produce any positive results as to
the cause of the haemorrhage. The doctors decided on an endoscopy
under sedation, but by then I was too weak as I had had no food at all.
The next step was when the nutrition nurses appeared and the fun
really started and I discovered what the procedure was all about.
It entailed changing from PEG to PN which would mean my being
assessed to see if I was well enough to go to another hospital for the
feed to be calculated - but that could take weeks. The experienced
opinion was that due to my age and general condition that would not
happen, and the result would be that I would have to stay permanently
in hospital and all that entailed.
The next stage was to have a line put in and this was not a bad
experience at all - quite the opposite. The nutritionist nurses said that
the technician was particularly good, and all their patients asked for
him. He was very pleasant and chatty and, as the procedure started,
he said that all I would feel was him marking the spot where the entry
would be and true as his word, he was right. I just watched on a large
screen in front of me, then off back to the ward. The feeding up began
with 24-hour bags of food for two days followed by two days of food
through my line plus bag after bag of food through my PEG until the
day I was discharged.
The next stage saw me telling the surgeon on Saturday rounds that
I had decided not to have the surgery; you could almost see smoke
coming out of his ears - he was very cross - as if I was questioning his
22
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medical judgement. I knew that because the
procedure was under anaesthetic it could be
a little fraught and - they would not be able
to resuscitate - as I had had open heart surgery
and my ribcage would not withstand it. On the
Monday, the surgeon who was dealing with
my case did his rounds and obviously knew of
my decision. We had quite a long talk and he
rang my wife to explain the consequences of
my decision.
Next to arrive was the haematologist doctor
and we had a long discussion about what I had
decided, which was to stop my blood thinners;
my reasoning being that keeping on with them
would most probably result in another bleed and
I would be back to square one. The other side
was I might get a blood clot, but as the last one
was over twenty years ago and I have a filter to
prevent them going to my head and lungs, the
doctor agreed and said that she would have made
the same choice.
At that point things calmed down, the peg
feeding continued, and the line was removed,
a more unpleasant experience than putting it
in I must say, and with visits from the physios
to help me to walk and climb stairs. I was then
discharged on 8th March and arrived home late
afternoon still clad in pyjamas, slippers, puffer
coat but minus the woolly hat, as it was then
much warmer. Back to my wife, my own bed,
and my own routine. I am making steady
progress, something more every day, it’s so
nice to be home!
Don

Oops I just can’t wait!

www.bladderandbowel.org/help-information/just-cant-wait-card
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.

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

• Share a portion • Order a small portion • Order from the children’s menu (for adults)
This will avoid the need for you to give a lengthy and complicated explanation of your dietary restrictions. It will also
enable you to participate in the meal without incurring the full cost of a meal that you may be unable to eat.
Please note that this card does not guarantee you co-operation at any eating venue; any co-operation will be solely at the
eatery’s discretion.
If you would like PINNT to send you a card, please email secretary@pinnt.com and put ‘Restaurant Card’ in the subject
box. You can also telephone anyone listed on the back cover.
PINNT Online Newsletter - Issue 2 - 2021
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PINNT Prize Pot (PPP) Club
PINNT’s Prize Pot Club raises ongoing funds to support PINNT’s day-to-day activities whilst
giving you a chance to win one of three prizes each quarter.
How much does it cost? At the start of the PPP year, it costs £12 per number. You can
purchase as many numbers as you wish but a separate form must be completed for each one.
This equates to £1 a month. If you join later in the year the cost is adjusted.
When does the draw take place? Four times a year, quarterly: The first draw took place on
31 March 2021. The next one will be 30 June and then 30 September and 30 December. Winners
are notified by the draw master to arrange payment of the winner’s prize money.
Each draw has three prizes, and the amounts are dependent on the number of PPP Club members. So, come on everyone
– join to support PINNT – you could be one of our lucky winners in 2021. Please encourage friends and family to help
support PINNT too, it’s a great way to support a good cause and possibly win a prize.
If you would like to participate, and we do hope that you will, please contact Tracy Hill by email
on thill@pinnt.com or ring us on 020 3004 6193 to request a form to sign up.

Congratulations to our
PINNT Prize Pot winners - draw 1, 31st March 2021
1st Prize, No 018 – Jenny Eastham - £65.25

2nd Prize, No 0493 – Richard Taylor - £38.25

3rd Prize, No 037 – Karein Stewart - £26.10

Celebrated 30 years in 2017

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

PPP
winners
March
draw
We are delighted to share the
winners of the March 2021 draw
of our PINNT Prize Post (PPP) Club.
That was the first draw of 2021.

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:
secretary@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 toward postage and packaging costs. Please email: secretary@pinnt.com
for full details or leave a telephone message with your name and contact telephone number on
Tel: 07368 313420.
A big ‘thank you’ to Dr Arun Urs who supported the Transition project through PINNT, Angela Thompson, Catriona
McDonald, and Lizzie Hutchison for contributing and review and The National Paediatric Parenteral Nutrition Nurses for the
support and moving the pathway of Transition forward with the PINNT resources.
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Home
Parenteral
Nutrition
Patient
Charter
version 2
Version 2 of the Home Parenteral
Nutrition Patient Charter for people
in England has been added to
PINNT’s website.
Each person who is required to have
a copy should receive it from their
homecare company. This may be a
printed copy or supplied electronically.
If, for any reason, you do not receive
a copy in a format you are happy
with, please discuss it with your
nutrition team or usual healthcare
professional who manage your/your
child’s homecare.
If all avenues fail and you require
a copy, please contact PINNT via
email on comms@pinnt.com
or telephone 020 3004 6193.

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
secretary@pinnt.com
When making your request please include:
• Your full name
• Your PINNT membership number
• Your full postal address
PINNT is now accepting requests from centres or hospitals who may
wish to order bulk copies of the booklet. Full information can be
found via this link www.bit.ly/2Kcz8Lg
PINNT Online Newsletter - Issue 2 - 2021
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#VERIFY – PINNT’S
Medical Tag

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 the PINNT
Medical Tag is now available to all members who
wish to order one for their rucksack.
You will receive: 1 Medical Tag, a covering
letter for your personal use and an information
card to slot inside your rucksack or handbag.
Applications can be made by: Email:
secretary@pinnt.com or by Post: PINNT,
PO Box 3126, Christchurch, Dorset BH23 2XS.
Please include:
• Your full name
• Address including your postcode
• A contact telephone number
• Your PINNT membership number
The Medical Tag will not eliminate the need
for you to verbally explain what 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. It’s intended use is to ‘verify’
what you’re saying – you are carrying genuine
medical equipment.
This will be an exclusive offer for PINNT
members, and the Medical Tag will not be
available via any other source or sponsor.

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 secretary@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 - Parenteral Intravenous and Nasogastric Nutrition Therapy
Further copies can be purchased directly from PINNT via
secretary@pinnt.com
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Donating surplus
stoma supplies
In response to questions about stoma supplies
that are no longer required due to stoma reversal
or change of products etc., we suggest that you
consider sending them to Jacob’s Well Appeal.
www.jacobswellappeal.org/
medical-donations/
Jacob’s Well Appeal distribute stoma supplies to
poorer countries where patients must pay for
their supplies. The price of the items is often
beyond most people’s wages. In the UK we are
so grateful for our supplies via the NHS – the
thought of not knowing when or where your
next supply is coming from must
be overwhelming.
How to donate: If you have surplus items that
you are sure you won’t need and wish to donate,
please send by parcel directly to Jacobs Well.
Parcels can either be collected from your
home/work address with DHL or dropped off at
one of 7000 Collect+ stores. This will require a
carrier donation starting from £4.89.

Jacobs Well contact details:
Email: office@jacobswellappeal.org
Website: www.jacobswellappeal.org/get-involved-2/
Address: Jacob’s Well Appeal, Jacob’s Well Yard, Swinemoor
Lane, Beverley, East Yorkshire HU17 0JX
Telephone: 01482 881162.
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Update on research into central line
infections supported by PINNT
Following on from the previous update reported in this newsletter, Issue 3 Online 2019* I am
pleased to share a further update on a programme of research which aims to improve the
diagnosis, treatment, and prevention of infections in central lines. I explained previously that it is
hoped the outcomes of this project will provide new insights into the prevention and treatment
of central line infections when using antibiotics. I have worked for many years with patients who
have been prescribed parenteral nutrition. The challenges of avoiding, preventing and treating line
infections means new research could have beneficial outcomes for patients.

1. Bacteria freshly put into broth (left side) and
bacteria that have grown in broth (right side).

2. Detection of bacteria using purple
dye shown on the left side of the image.

One part of the project is to test bacteria found in the
routine blood samples of patients who wanted to take part
using a new method called “calorimetry” to see whether it
could be used to quickly identify which antibiotic should be
used. The bacteria are put into a broth to help them grow
which turns cloudy as the number of bacteria increases
(please see photograph 1). As the bacteria grow, they
produce small amounts of heat which is detected by the
instrument (please see the figure*). Results from this work
will hopefully be developed by testing the technology with
blood samples.
Another part of the project is making a comparison
between various agents that are sometimes used to prevent
infections in lines to see which is the most effective. In a
laboratory, a purple dye is used to detect bacteria (obtained
from a reference laboratory) in lines that have been treated
with the agents and the darker the purple the more
bacteria that are present. This means that the agent that
results in the palest colour is the one that allows the fewest
bacteria to grow in the line (please see photograph 2).
None of the patients taking part in the study had any
additional tests compared to routine care and in fact
patients have made this project possible. For example,
the views and advice of several patients helped me
understand how patients in the hospital might feel on
being approached to take part in a research study.
I am grateful to PINNT for the instrumental support of this
research from the outset because of the potential benefits
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Figure: Example calorimetry growth curve of a bacteria (E. coli)
showing that as the bacteria grow the power detected
increases and the curve goes up.

to patients. Please watch out for a newsletter supplement
later this year containing more details of the project
including the results!
Peter Austin, Consultant Pharmacist

Dr Peter Austin, Clinical Lecturer (ICA-CL-2016-02-016)
is funded by Health Education England (HEE)/National
Institute for Health Research (NIHR) for this research
project. The views expressed in this publication are those of
the author(s) and not necessarily those of the NIHR, HEE,
NHS or the UK Department of Health and Social Care.
*All previous editions of Online can be found in the
members’ area in the ‘Newsletter Archive’ on the PINNT
website www.pinnt.com

Travelling
We acknowledge that many people are missing their trips abroad.
PINNT is unable to offer any additional information other than to
follow the official guidance on travel. Please check your government’s
official guidance in England, Scotland, Wales and Northern Ireland.
While countries may be on the permitted lists, it is important that
you check specific criteria for the country you wish to visit - are their
borders open and what are their rules? The situation is being regularly
updated. If you elect to embark on foreign travel, we strongly suggest
you have a discussion with your medical team first. Ultimately you will
be responsible for the decisions you make.
If you are travelling away from home and staying within the UK,
ensure you find out in advance what support you can expect from
your homecare company and always investigate travel insurance if
your expenditure is something you cannot afford to lose. Always
check the cancellation policy.
Remember, for all travel plans where you need travel insurance – buy
as soon as you book! You should be covered for all eventualities!

PINNT Travel
guidelines
PINNT’s Holiday Guidelines, Talking Point 1:
Considering Travel, Talking Points 2: Travel
Insurance and Travel Insurance companies
list, are available to PINNT members. They are
currently being reviewed and do not include
COVID-19-specific advice but discuss all other
relevant travel information. Members can
obtain copies directly from the PINNT website
www.pinnt.com where you can download
a copy for free. If you would like a hard copy,
please email secretary@pinnt.com

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 ubiquitous coronavirus events were a little different in 2020 (and likely to remain
so in 2021) and we are thankful for the fundraisers that have been organised via social media
platforms to support PINNT - a birthday celebration, head shaving and direct donations have
been warmly received. It’s 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 secretary@pinnt.com
PINNT Online Newsletter - Issue 2 - 2021
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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 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
• Via Virgin Money www.pinnt.com/Donate.aspx

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
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

Relay UK
Following on from a post on our Facebook
group from one of our lovely PINNT members,
who brought this to our attention, we would like
to inform you about Relay UK.
Relay UK is an operated messaging service for people with
speech or hearing difficulties.
Relay UK brings relay messaging services for deaf, hard-ofhearing, and speech-impaired people using the latest app
technology. You don’t need any special kit – just download
the app from the App Store or Google Play onto your
smartphone, tablet, or computer. You simply type what
you would like to say, and the Relay UK Assistant will relay
the conversation in real time. So, if phone conversations
are challenging for you in any way, Relay UK could provide
the service you are looking for. To find out more visit the
website: www.relayuk.bt.com
For alternative ways to contact Relay UK
visit www.relayuk.bt.com/contact-us
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Glossary of terms
Below is a brief glossary of some of the
terms you may see in Online from time to
time. We will add to this list periodically.
Angina: chest discomfort or shortness of breath caused when
heart muscles receive insufficient oxygen-rich blood.
Calorimetry: is a scientific method used to measure energy
that is released or absorbed from heat transfer (combustion).
CIPO: (Chronic Intestinal Pseudo obstruction) is a rare disease
characterised by repetitive episodes or continuous symptoms
of bowel obstruction when no physical blockage is present.
CRPS: (Chronic Regional Pain Syndrome) pain usually confined
to one limb that can be severe, chronic, and debilitating.
Dysmotility: is a series of related conditions in which the
muscles of the digestive tract or the nerves that control them
do not work as they should, meaning that the rate at which
food passes through the digestive system and the rate at
which waste is excreted is abnormally slow or irregular.
Ehlers-Danlos syndrome (EDS): a collection of rare,
inherited disorders that affect the connective tissue in the
body; it has a range of symptoms and can affect digestion.
Gastroparesis: paralysis of the stomach, resulting in a
partial or total inability for food to move from the stomach
into the intestine.
GORD: gastro-oesophageal reflux disease – a condition where
acid from the stomach leaks up into the oesophagus.
HPN: home parenteral nutrition, sometimes called total
parenteral nutrition (TPN), or parenteral nutrition (PN).
Jejunostomy: a surgically implanted feeding tube through the
abdominal wall into the jejunum (part of the small bowel).
Hickman® line: a type of central venous catheter.
Ileostomy: where the small bowel (small intestine) is diverted
through an opening onto the tummy (abdomen).
Mast Cell Activation Disorder: an immunological disorder,
which may cause repeated symptoms of anaphylaxis (a severe
allergic reaction).

Myalgic Encephalitis (ME): Also known as Chronic Fatigue
Syndrome, is a long-term illness with a range of symptoms,
with the most common symptom being extreme tiredness.
Myenteric Plexitis: the Myenteric Plexus is part of the enteric
nervous system and exists in the gut. When inflammation
occurs in this part of the body it causes a condition called
Myenteric Plexitis, often leading to abnormal motility of
the gut.
NG tube: naso-gastric tube, inserted down through the nose,
past the throat and down into the stomach.
NJ tube: naso-jejunal tube is a tube inserted into a part of
the small bowel through the nose.
Oral nutritional supplements (ONS): are sterile liquids,
semi-solids or powders used for people who are unable to
meet their nutritional requirements through oral diet alone.
PEG: percutaneous endoscopic gastrostomy. This involves
placement of a tube through the abdominal wall and into
the stomach.
PEG-J: is a feeding tube that is passed through the abdominal
wall and into the stomach. A smaller tube is then inserted
through this and into your jejunum (small bowel).
PEJ: a percutaneous endoscopic jejunostomy. A surgical
procedure for placing a feeding tube into the jejunum
(part of the small intestine).
Port-a-Cath™: a small medical device placed in large veins
for people who require frequent access to the bloodstream to
administer either intravenous fluid or parenteral nutrition.
Reflux: a condition in which the stomach acid enters the
oesophagus.
Ulcerative Colitis: a long-term condition where the bowel
and the colon become inflamed.
Starvation ketoacidosis: This occurs when the body has
not received enough glucose as its primary energy source
for a prolonged period. It is a potentially serious and lifethreatening condition.

Welcome to PINNT Partner Corporate Membership for 2021
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PINNT GET-TOGETHERS 2021
Although we are slowly returning to a form of normality in the UK, as of yet we still have no
update on when our regional meetings will be resumed. It is looking unlikely that they will
resume fully in 2021. However, as soon as we have any updates, we will inform you via social
media and our website and future newsletters.

Celebrated 30 years in 2017
Registered Charity: 1157655

FOLLOW US ON
SOCIAL MEDIA
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

Coventry:
Paula Williamson
Anne-Marie Chilton
Email: paula@pinnt.com

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

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

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

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: 01202 481625
PINNT
PO Box 3126, Christchurch,
Dorset BH23 2XS
Email: info@pinnt.com
Website: www.pinnt.com
VNT – Virtual Nutrition
Team (Advisory Board)
Email: VNT@pinnt.com
National Secretary
Julie Connery
Email: secretary@pinnt.com
Telephone: 07368 313420

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 member’s area.

| www.pinnt.com

