All The Latest News
From PINNT

Online
Newsletter - Issue 4 - 2020
Price £5.00, Free to Members

020 3004 6193
comms@pinnt.com
www.pinnt.com
Celebrated 30 years in 2017
Registered charity: 1157655

Follow us on
Facebook/Twitter/Instagram
@PINNTcharity

PO Box 3126, Christchurch, Dorset BH23 2XS

Contents
Issue 4 - 2020

2 - E ditorial
3 - Personal protection equipment (PPE)
3 - When things go wrong ...
3 - PINNT’s private Facebook group
4 - Statement on the changes to people on Home
Parenteral Nutrition (HPN) previously advised to
shield
5 - Membership renewal for 2021
5 - Feeling valued
5 - Amazon Smile
6 - 9 PINNT COVID-19 survey, part 1
10 - Travels with a radiologically inserted gastrostomy
(RIG) feeding tube
11 - Focus on the end game
12 - How is Christmas for you?
13 - 1 6 Collaboration with PENG and PINNT during
HAN Week 2020
16 -’Let’s talk’ about Home Artificial Nutrition
16 - HAN Week 2021 - save the dates
16 - Living with artificial nutrition booklet
17 - Raising funds for PINNT the sporty way! By
Ezekiel’s mum - Amy
17 - D
 onations
17 - Fundraising
18 - Your letters - Dear PINNT ...
18 - PINNT restaurant card
19 - B Braun’s TransCare staff supporting HAN Week
2020
19 - Ooops I just can’t wait!
20 - PPP winners September draw
20 - PINNT Prize Pot 2021
20 - Sunflower lanyard scheme
21 - Transition trilogy
21 - PINNT Travel guidelines
21 - M
 ailchimp® – don’t miss out on news from
PINNT
22 - Inspiration Healthcare Home Artificial Nutrition
(HAN) Week 2020 - Rucksack Challenge
23 - #Verify - PINNT’s medical tag
Back Cover
Local PINNT activities
PINNT get-togethers 2021
PINNT Ambassadors’ contacts
Website Address
2

Editorial
Welcome to the last edition of
Online for 2020. We hope you
enjoy issue 4; thanks to everyone
for contributing to another great
edition.
I wish to draw your attention to
the renewal process that will be
taking place in December for
next year, 2021. Please be alert
to the notification you will receive about it either by letter
or email, depending on your registered preference. Once
you hear from us please renew as soon as you can - to save
valuable time and expense for the charity. Our PINNT Prize
Pot (PPP) Club will start again next year. See page 20 for
information about purchasing numbers for next year.
Finally, on pages 6 to 9, you will find a feature about our
PINNT COVID-19 survey, part 1, which was published
in CN, (Complete Nutrition), the UK’s number 1 clinical,
medical and health nutrition publication for healthcare
professionals. Those who participated in the study have
already been sent a copy; we are delighted to share it with
everyone here with CN’s kind permission.
Wishing each of you peace and health at this time of year.
Please stay safe!

Carolyn and Team PINNT
Chair, PINNT

Online email:
comms@pinnt.com
Online address:
PO Box 3126, Christchurch, Dorset BH23 2XS
Tel: 020 3004 6193
Julie Connery, National Secretary,
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Personal protection equipment
(PPE)
There is strict guidance in place for homecare companies when delivering feeds,
medical equipment, and nursing care to people at home, under the current
climate of COVID-19. The guidance issued at the start of the pandemic has not
been amended as it remains relevant and necessary.
Home enteral nutrition statement: https://pinnt.com/News/
COVID-19-Updates/Home-enteral-nutrition-statement.aspx
Home parenteral nutrition statement: https://pinnt.com/News/
COVID-19-Updates/NHS.aspx
If you feel any part of your delivery or nursing care does not conform to the
guidance issued, leaving you feeling unsafe or insecure, please let your homecare
company know as soon as you can. As this is remote from the company your
constructive feedback will help them monitor and review any aspects of the
delivery or nursing service that you feel they need to be aware of.

When things go wrong ...
There are times when people experience a faulty item or product. Sadly, these things happen, having said that they
should not happen on a regular basis. We are often asked to intervene, especially if it’s related to parenteral feeding
pumps and giving sets.
Through our ad hoc LITRE committee (Looking Into The Requirements for Equipment and Services) we can make
enquiries and seek further information and ensure that both the patients’ and carers’ concerns are heard and addressed.
Sometimes being able to offer a wider user perspective can influence the action taken to resolve some of the issues.
We are unable to address personal cases directly with a homecare provider or manufacturer. What we can do, and
often do, is collate the information we receive and offer to provide further guidance and information with the aim of
identifying the user’s perspective in a constructive way.
●	Where there is potential for harm, stop using or disconnect from any faulty equipment.
●	Ancillaries/medical goods: If you identify a fault or something unusual with a familiar product prior to use,
notify your homecare provider as soon as you can. Make sure you provide them with the product name and batch
number. Keep the items and packaging in case they wish to collect it for analysis.
●	Equipment, pumps/fridges: contact your homecare provider as soon as you can. Make sure you have the serial
number of a pump along with the make and model number.
●	Where you may need to contact your homecare provider outside office hours, make sure you have the on-call or
out-of-hours phone numbers somewhere safe.
●	If you have concerns about any detrimental impact on your/your child’s health with a faulty item or product,
contact you own healthcare professionals or nutrition team.
Reminder: For those on home parenteral nutrition (HPN) in England, please refer to your copy of ‘Home Parenteral
Nutrition Services in England Patients’ Charter,’ for many aspects relating to your homecare service. If you do not
have a copy, please contact your homecare company. You can also find a copy via this link on PINNT’s website:
https://pinnt.com/Support/HPN-Patient-Services-in-England-Patient-Charter/Patient-Charter-2016-Final.aspx
This version, issued in July 2016, is being reviewed and we will announce when the new charter is available.

PINNT’s private Facebook group
For 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 and search for the page on
facebook.com/groups/pinntclosedmembers/
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Statement on the changes to people on
Home Parenteral Nutrition (HPN)
previously advised to shield
There may be individual cases where advice will be given,
or needs be sought based on health condition(s) and
other treatments or medication. Any previous medical
advice given on a one-to-one basis should be retained
or rediscussed with your own healthcare professionals.
People on home parenteral nutrition (HPN) are
considered ‘clinically extremely vulnerable.’
The national shielding programme was paused across all
UK nations. Each nation is issuing their own guidance.
The stringent shielding rules are no longer being suggested,
people are being advised to follow the guidance issued to
the public. However, if anyone feels more comfortable
retaining aspects of the original guidance, we encourage
people to do what they feel safer doing.
People receiving HPN are not formally included in the
Government’s list of ‘clinically extremely vulnerable’
groups, although they are included in the NHS England
list.

your council if you need support to follow this
guidance if you are unable to arrange it yourself
and it cannot be provided by friends, family, or
other support networks

●	Make

sure your details - such as your address are
up to date

This service is now live and you can access it via https://
www.gov.uk/coronavirus-shielding-support
Please ensure you have your NHS number to hand when
you register. If you have had a letter in the post or via
email, it should be at the top of that communication.
If you wish to find out what help you can access from
your local council, you can use this link to find out more
https://www.gov.uk/coronavirus-local-help
If you need support but cannot use or do not have access
to the internet, you should contact your local council
directly.

This is a useful link for background information on
aspects that you may wish to find further information
on: https://www.nhs.uk/conditions/coronaviruscovid-19/people-at-higher-risk/whos-at-higherrisk-from-coronavirus/

We suggest you stay informed about the advice
issued by your government.

Each nation provides advice and can be found
via the following links:

The guidance in place in respect of your homecare
services remains unchanged. Full and appropriate
protection is in place to safeguard you when deliveries
are made, which also protects the people making the
deliveries.

Wales https://gov.wales/coronavirus-regulationsguidance
England https://www.gov.uk/government/
publications/guidance-on-shielding-andprotecting-extremely-vulnerable-persons-fromcovid-19/guidance-on-shielding-and-protectingextremely-vulnerable-persons-from-covid-19
Scotland https://www.gov.scot/publications/
covid-shielding/
Northern Ireland https://www.health-ni.gov.
uk/news/shielding-remain-paused
Each country provides advice on socialising, work,
education settings, travel shopping and medicines. If,
once you have read the advice, you feel you need further
guidance about your/your child’s specific needs then
please discuss with your usual healthcare professionals.
Support:
During the initial lockdown, some people had issues
gaining access to the support they needed. There is now
a new online service to register yourself, or on behalf of
someone else, to:
●	Request

access to a priority supermarket delivery
slot if you do not have one from the initial
lockdown
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●	Tell

It is still crucial that the basic safety measures remain
top of your daily routines: Washing your hands –
Covering your face – Making space.

If you have home enteral tube feeding and have a
specific medical condition(s) - which means you are
‘clinically extremely vulnerable’ - you will also need to
follow the same advice. If you are unsure, you can check
the current list via https://www.nhs.uk/conditions/
coronavir us-covid-19/people-at-higher-risk/
whos-at-higher-risk-from-coronavirus/
There is also an official joint statement from
BAPEN and PINNT via this link: https://pinnt.
com/News/COVID-19-Updates/BAPEN-PINNTStatement.aspx
Christmas period: The UK Government and Devolved
Administrations recognise that people will want to be
with their friends and family over Christmas, particularly
after an incredibly difficult year. For this reason, there
are changes to some social contact restrictions for a short
period of time. We advise you to check the guidance that
applies in your country. Remember though, as many
people have contacted PINNT to say, and one we agree
with, ‘Just because you can doesn’t mean you should.’
Feel confident to make your own decisions, it’s about
personal responsibility and do what you know is right
for you.

Membership renewal for 2021
Our new membership year starts on 1st January each year.
It is a quick and simple process to renew your membership
via this link: https://pinnt.com/Membership/
Membership-Renewal.aspx
it will only take a couple of minutes to complete your form.
We encourage you to do this as soon as you can please; it
will save us time and effort in sending out reminders. The
renewal period will close on 1st February 2021.
The link is also given in the body of the email that has been
sent to you with this edition of Online, Issue 4 2020.
Postal renewals were sent out in November to those who
have postal communications only. Thank you to those
who have returned their form, if you still have it, please
return it as quickly as possible.
If you have any questions relating to membership renewals
please email Julie, our National Secretary at secretary@
pinnt.com or telephone her directly on 07368 313420.

Feeling valued

Since I started home parenteral nutrition (HPN) I have been
happy to contribute to surveys and questionnaires in relation to my
experience if I thought it would make a difference. COVID-19 set
us all challenges, information was slow to filter down to those of us
on homecare and, to this day, I’ve never had any useful information
from my centre. They did eventually tell me what I already knew,
it was then up to me to work through the maze of confusion to get
the support I needed. Having said that I do appreciate that much
of the initial communication and planning had to be arranged and
implemented at short notice.
Taking part in the PINNT COVID-19 survey allowed me to freely
vent my pent-up emotions without appearing to blame anyone or
any process. I saw it as a therapeutic process, and I looked forward to
the next instalment so I could update the process with my fluctuating
feelings and thoughts.
What was even nicer for me was receiving an email with the findings
of the first part of the survey that had been analysed. This was a first!
It’s the only time I have ever had feedback on a survey or questionnaire
I’ve completed. Thank you PINNT for making sure that I count, my
opinion matters, and that I have contributed to a worthwhile project.
I was delighted to then be told that the first part of the results has
been published in a highly regarded professional publication.
Joan

Thank you to everyone who has selected PINNT to
benefit from your Amazon Smile shopping. If you’re
not sure what Amazon Smile is all about, please
read on…
If you use Amazon to shop, why not make the switch and log into
AmazonSmile and donate to PINNT as you shop! It doesn’t cost
you a penny. AmazonSmile is a website operated by Amazon and
it works in the same way as the usual Amazon website, with the
same choice of products; the difference is that the AmazonSmile
Foundation will donate 0.5% of your total purchase to the charity
of your choice.

The good news is that PINNT is now one of the beneficiaries.
To support PINNT simply go to www.smileamazon.co.uk
and in the bar at the top of the page search for PINNT; select it
as your chosen charity and when you shop it will automatically
donate 0.5% of your purchase to PINNT. This will really help
PINNT! So, thank you in advance for your support.
Remember it doesn’t cost you a penny!
The more donations PINNT receives the more we can continue
to help our members by improving the products and services that
we offer.
www.smileamazon.co.uk
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PINNT COVID-19 survey, part 1

The Impact of Shielding
& Lockdown on the Personal
Wellbeing of People on
Home Artificial Nutrition

Findings of a survey on individual guidance, information access & principle
areas of concern – PINNT COVID‐19 Impact Observational Survey Series
Steven Brown & Carolyn Wheatley

PINNT - Support and advocacy for people on home artificial nutrition

The global pandemic, which reached the UK in March 2020, impacted on every aspect
of ‘normal life’, with many adjustments being immediate and many other unforeseen
challenges emerging along the way. With the likelihood of further changes and disruption,
from potential future waves of community transmission, impacting the provision of
healthcare, a period of reflection is required to take the opportunity to learn and identify
what we got right and where improvements need to be made.
The evidence does reveal that during a disaster, such as the COVID-19 pandemic,
the impact on those with long-term conditions (LTCs) is indirectly responsible for the
exacerbation, onset, and poorer management of LTCs. This is attributed to the impact
on both the individuals and the ability to provide healthcare in the standard way, thus
negatively impacting the management of LTCs and any continuity of care.1

Setting
Whilst for many people the restrictions imposed were
clear, for some additional issues were quickly identified;
issues which had previously never been imaginable and/or
where systems weren’t in place to mitigate the negative
impact of lockdown and the spread of the virus.
Individuals were told that they would receive guidance
from their healthcare providers should they need to
shield and be given information on what support would
be made available to them.
LTCs, such as those experienced in the home artificial
nutrition (HAN) community, place restrictions on day-today life and, in some cases, are a means by which an
individual manages their condition(s). Indeed, restrictions
may have be an individual’s ‘norm’ pre-pandemic. The
addition of another layer of confinement, imposed by
the need to shield andAn
prevent
COVID-19,
ice bathinfection
at the endwith
of the
day
has the potential to make life even more challenging.
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Following the general guidance on shielding for vulnerable
individuals, PINNT received increasing numbers of
enquiries from people who were part of the HAN
community. Many described how they had contacted
their GP regarding guidance, only to be informed that
the surgery had not received any instructions regarding
shielding or precautions for those on HAN. Information
was appearing on social media and other outlets at
different rates to official releases or individual guidance,
which only added to the confusion and concern.
In order to support the HAN community,
PINNT began working in collaboration with experts in
healthcare, representatives from industry and regulatory
bodies, to determine the patient communication
required to provide answers to the queries arising and
provide a patient perspective into the situation for
those on HAN.

Acknowledging concerns regarding the
pandemic, the likelihood of further waves of
the virus, and evidence that individuals with
LTCs are more likely to suffer periods of low
mood, depression and/or anxiety,2 PINNT
sought to gain clearer insight into the
situation. A series of surveys were designed
to learn and better prepare the healthcare
system to safeguard the HAN community,
in the event of further crises due to the
coronavirus or other emergency situations.

Twenty-nine per cent received no
information regarding changes caused
by the pandemic. Two thirds (64.55%)
of participants received information by
post, 1 in 4 (23.64%) by phone and 1 in 10
(11.82%) by email.

Survey design

their level of anxiety, we reviewed whether

Due to the rapid development and
progression of the situation, a short
window was available to establish a baseline
survey and invite participants. The aim of
the initial survey was to provide an insight
into the effectiveness of contacting the
HAN community during the COVID-19
lockdown period; to gauge the effect this
period had on individuals’ anxiety due to
the restrictions and to identify key areas
of concern for this population to better
inform procedures in the future. The survey
was promoted to members of PINNT and
other interested parties. Information on
the purpose of the survey, gaining consent
and a link to the survey created in Survey
Monkey were provided.
Information was collected in real time
to capture insights into the situation as it
evolved. Preliminary data are reported
here with further data to be published in
the coming months.

Impact on receiving individual/specific
guidance on self-reported anxiety

there was a difference in anxiety levels

For those who received individual guidance,
a modest change in self-reported anxiety
was observed at the end of April 2020.
There was a slight increase in individuals
reporting they were very anxious following
individual guidance but, overall, there
was a slight decrease in those who rated
their anxiety as moderate or above,
before and after receiving guidance
(69% vs. 67% respectively), although this
was not statistically significant (P>0.05).

between those who received information

Area of concern at the end of April 2020

and those who did not.

Figure 4 illustrates the sources of concern/
anxiety experienced by individuals on HAN,
showing that 59% of individuals explaining
concern over their or their child’s safety
should they need to attend hospital or A&E
for HAN-related issues.

Impact on self-reported anxiety
Anxiety and psychological wellbeing were
identified as areas of concern for those
who initially contacted PINNT. Using a
visual scale to allow individuals to identify

Figure

3

illustrates

self-reported

anxiety levels in individuals at the end
of April 2020, for those who did and did
not receive individual guidance. Anxiety
levels were similar between the two groups.

Figure 1: Types of HAN

Enteral

52.01%

Enteral & Parenteral
Enteral & ONS
Parenteral
ONS

40.27%

4.03%

1.01%

2.68%

Figure 2: Source of Guidance

Results

58%

Demographics
Individuals were asked to identify the
type(s) of HAN they received. Of those
who participated, parenteral nutrition
(including those receiving both enteral
and parenteral nutrition) was identified as
the main source of HAN for the responders
(53%) – see Figure 1. This information was
utilised to determine if the type of HAN
influenced the patient experience.
As PINNT were aware of a potential
disruption to the supply chain, identification
of where individuals received their nutritional
supplies from was added into the survey.
Ninety-seven per cent received their
supplies from their designated homecare
companies, 2% from their GP and the
remaining 1% from their hospital.

32%

Hospital Team

Homecare

GP

Other

Figure 3: Self-reported Anxiety Levels (at end of April 2020)
Those who DID receive individual guidance

Those who DID NOT receive individual guidance

15%

15%

13%

17%

11%

18%

Provision of individual/specific guidance
With concerns raised regarding access
to reliable information, PINNT undertook
a review of the provision of information
to those on HAN. Seventy-one per cent of
respondents reported that they received
official guidance regarding their situation –
Figure 2 shows the source of this guidance.

6%

4%

20%

21%

36%

34%

Not anxious

Somewhat anxious

Moderately anxious

Very anxious

Extremely anxious
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Measures taken by individuals
At the start of the lockdown, the public
received a blanket approach to guidance,
with further information being distributed
for specific individuals coming later.
Figure 5 shows the change in measures
taken by individuals in the HAN community
before and after the guidance was received.
Following individual guidance being
received, the number of people shielding
increased from 35% to 55%, highlighting
the value and importance of tailored
information for those with LTCs during
emergency situations.

Impact of shielding & self-isolating
As illustrated in Figure 6, 51% of individuals
who were asked to shield, stated they did
not know what shielding or self-isolating
meant and of those who did understand
the concept, 67% reported they did not
know who provided the official letter to
gain access to the specific support available
to this group of individuals. Of those at
high risk of severe infection, 38% reported
that they were told to contact their GP
to gain access to these additional services,
but when they did, they were told that
the surgery did not know what they were
asking for.
Of the individuals who were instructed
to shield, 58% reported feeling that the
promised system to support them to stay
safe at home was not available or not as
they expected it to be. Sixty-seven per cent
reported the need to put themselves at risk
by going outside for essential items due to
inadequate support available.
For those on parenteral nutrition, 65%
found that although they were instructed
to shield, they were unable to find this
information on the Government’s website.
Additional sources of concern for
individuals required to shield due to being
at high risk, and the impact on individual’s
mental health and wellbeing, was shown
to be present from the responses. Seventyfour per cent felt that despite usually
coping well, their resolve was fading, with
34% stating that they had no-one to talk
about how they were feeling, and 45%
believing that their support from the
hospital team, or community services had
diminished (at this point) in the lockdown.

Compliance with guidance
The survey also sought to gain an
understanding of the level of compliance
with official guidelines when instructed
to shield:
• 89% stated that they had made an
informed decision about their own/child’s
individual risk
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Figure 4: Areas Identified as Sources of Concern
59%
53%
45%
38%

37%

28%
10%

1

2

3

4

1. Not being able to contact your/your child’s
nutrition team/usual healthcare professionals
2. Homecare deliveries
3. Homecare nursing
4. Supply chain for feeds and ancillaries

5

6

7

5. Who to contact in an emergency for feeding tube
or intravenous catheter issues
6. You/your child’s safety if you/they need to attend
hospital or A&E for HAN related issues
7. Your/your child’s mental health

Figure 5: Measures Taken by HAN Community

Before

After

60
50
40
30
20
10
0

Self-isolating

Shielding

Social distancing

Figure 6: Areas Identified of Concern Regarding Shielding & Self-isolating
78%
65%

67%

67%

60%

58%
51%

44%
38%

20%

a

b

c

d

e

a. Did not know what either meant
b. Told that parenteral nutrition meant that I/my
child/they were at high risk and needed to shield
but could not find it on any governments’ official
information
c. I/we understood what shielding was, but did not
know who provided the official letter and how
I/we would access the support talked about,
especially shopping
d. Heard conflicting advice as to who was classed
as high risk
e. I/we were told to contact my GP to be put on the
list; when I did, they did not know what I/we were
talking about

• 93% felt that they needed to apply the
official guidance in a practical way to
ensure that all processes and procedures
were compliant in the household for the
person on HAN

f

g

h

i

j

f. I/we am/are still confused as to how the shielding
system works
g. I/we feel let down that the promised system hasn’t
provided the support I/we expected or was/were
promised
h. I feel I have had to put myself at risk by going out
because the support was not there for me/us
i. I/we have found it difficult to shield when there are
other people in the household who felt that it was
not necessary and didn’t take this situation seriously
j. Much of my/our life has already been lived in
isolation due to illness(es) and treatments

• 64% reported making the decision on
who could enter the household,
irrespective of official advice
• 75% followed the guidance as
instructed.

Discussion
The survey identified several areas where
positive changes could be introduced to
improve the personal wellbeing of people on
HAN in the event of national emergencies in
the future. These include clarity of guidance,
practical and psychological support to aid
compliance with guidelines and advice on
maintaining physical and mental health.

Specific guidance
Issues surrounding effective communication
were identified by many individuals on
HAN as a cause for concern, with the need
for specific information to be available and
provided to those with LTCs. The increase
in the numbers of individuals shielding
in response to more specific, individual
guidance (from 35% to 55%), highlights
that delays in getting information to
specific population groups may result in
those individuals being unaware that they
need to take specific measures, such as
shielding. Such delays place individuals at
an increased risk of infection. It was also
shown that information was not always
clear, with more than half (51%) of those
who were told to shield not knowing what it
meant. This may have reduced compliance
and increased the risk to individuals.
Regular information was provided to
the nation via the daily televised briefing
and regular updates on the Government
website (Gov.UK), but responders to the
survey explained that this information was
not always clear and on occasions was
contradictory. This was very evident for
those on parenteral nutrition, who found
that they were told by their healthcare
team that they were clinically extremely
vulnerable and should shield. Guidance on
the government website was vague and
did not specifically mention parenteral
nutrition, causing confusion and mixed
messages among the HAN community.
On 17th April 2020, the guidance for those
who were clinically extremely vulnerable
was updated to include: “other people who
have also been classed as clinically
extremely vulnerable, based on clinical
judgement and an assessment of their need.
GPs and hospital clinicians have been
provided with guidance to support these
decisions.” 3 Respondents felt this was
vague and the inclusion of examples may
have been more helpful to individuals.

PINNT were asked by members whether
these criteria related to them, but could
only provide the response that they would
need to speak to their healthcare team for
individual guidance.

Practical & psychological support
Individuals who were shielding were told
that additional support and services
would be provided, to facilitate the supply
of essential items, such as medication
and groceries. However, problems were
identified by those individuals requiring
this support, including GP surgeries not
knowing how to provide access to these
services, despite patients being told to
contact them. Of those who did gain
access to these services, 58% found that
they were not actually available to them,
or that they were inadequate or
inappropriate to meet their needs.
Two thirds of individuals felt access to
psychological support would have been
of benefit during the period of isolation,
and a third (34%) felt that they had no
one to talk to about their feelings. With
a known susceptibility to mental health
conditions amongst those with LTCs, such
as those on HAN,2 providing psychological
support requires due consideration.

Compliance
Compliance to national guidance was high
on the political agenda throughout the
lockdown. Three-quarters of participants
stated that they followed the guidance as
directed, however, this would appear to be
the result of individuals making informed
decisions around their personal circumstances,
such as deciding whom to allow to enter
their home, spending time in their garden,
and making adaptions to the guidance to
allow them to manage the current normal
regardless of official guidance.

Conclusion
As a result of this survey, PINNT concludes
that a more structured approach in
communicating with vulnerable populations
should be considered. Information should be
targeted and provided as soon as possible
in such dynamic situations, features that
were felt to have been lacking during the
COVID-19 pandemic.
Information should be disseminated to
all members of the HAN community in the
future, providing clear guidance on what

is applicable to them. Those who did not
receive any information assumed that they
should follow the advice for the general
population. Clarification on what is general
guidance and what is specific for people
with LTCs and HAN would reduce confusion
and anxiety, while having a positive impact
on the level of compliance and a better
understanding of the risks.
PINNT also feels that when this
guidance is given, that it should be as
detailed and as relevant as possible –
written in an easy to understand language,
clearly outlining where they can access
support should they have concerns or are
confused. While the publishing of more
detailed guidance on the internet was
positive, it excluded those without access
or the ability to navigate the web thus
excluding them of the official guidance.
Whilst PINNT understands that not
every member of the HAN community
was required to shield, or follow any
specific guidelines compared to the
general population, information was not
circulated to all in the HAN community on
the status of homecare deliveries, supply
chain or what to do in the event of a need
for medical treatment related to their HAN.
In many HAN emergencies, which occur out
of hours, the guidance is to attend A&E.
Although, as shown in the survey, individuals
identified that they were anxious about
attending A&E for HAN related emergencies
(59%), as well as the impact on the supply
chain for HAN (53%) and homecare
deliveries (45%). Many individuals stated
they would have benefited from a member
of their team explaining the process
for emergencies clearly as they identified
that HAN related issues were not a
regular feature in A&E, with the potential
for confusion and incorrect treatment.
Damaged central venous catheters (CVC),
or dislodged enteral tubes (specially
gastrostomy tubes), were frequently
mentioned as sources of anxiety and
concern in relation to attending A&E.
It is hoped that this paper will provide
insight into the experience of a specific
population during a state of national
emergency, with the aim of strengthening
provisions and services which are able to
meet the needs of the HAN community
during similar events in the future. Further
information will be published as part of
the PINNT COVID-19 impact survey series.

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.
References: 1. Hartmann-Boyce J, Mahtani K (2020). Oxford COVID-19 Evidence Service: Supporting people with long-term conditions (LTC’s) during national emergencies. Centre for Evidence-Based Medicine. University of
Oxford. Accessed online: www.cebm.net/covid-19/supporting-people-with-long-term-conditions-ltcs-during-national-emergencies/ (Aug 2020). 2. Manson B (2019). Living with Artificial Nutrition. PINNT. Dorset. 2019. 3. Public
Health England. (2020). Guidance on shielding and protecting people who are clinically extremely vulnerable from COVID-19. UK. Accessed online: www.gov.uk/government/publications/guidance-on-shielding-and-protectingextremely-vulnerable-persons-from-covid-19/guidance-on-shielding-and-protecting-extremely-vulnerable-persons-from-covid-19 (Aug 2020).

This article was originally published in Complete Nutrition (CN) Magazine (CN; 20(5): 54-57) - www.nutrition2me.com
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Travels with a radiologically inserted
gastrostomy (RIG) feeding tube
In April 2019, a month prior to a
12-hour jaw reconstruction with
a fibula-free flap at the Royal
Marsden Hospital in London, I
had a RIG tube inserted into my
stomach to help with nutrition
both before and after surgery.
Foreign Travel: Fortunately, I
recovered well and first travelled
abroad at the beginning of August
just over three months post-op.
I went to our small place in the
Algarve with two old friends from
university. I arranged for Abbots, my
always helpful suppliers, to deliver
an appropriate number of bottles of
Ensure to my holiday address. This
required both my GP and I filling in
relevant documentation some weeks
in advance. My GP also provided
me with a letter which permits me
to take some bottles of Ensure in my
hand luggage through security at any
airport. The trip went well, I even
managed to swim in our little pool,
using a dressing on my RIG to try
and prevent pool water entering my
stomach.

Fig 1
Now to Africa: My next trip at the
end of October was with a church
group to the Gambia. I went with
my new one-piece swimsuit (fig 1) to
hide my RIG in the hotel swimming
pool. A customs man at Banjul did
look at my boxes of Ensure but after
showing him my tube and giving him
a colourful cap for his son all was
resolved.
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In November I attended a
promotional event for the Mercy
Ships charity in the Houses of
Parliament during which I took an
opportunity to use my RIG (fig 2). At
the end of the month I had an amazing
few days in Uganda seeing friends and
visiting two patients at CoRSU Hospital
near Kampala. Nana and Morgon
had bravely travelled from Kinshasa
to Entebbe to have their jaw tumours
removed. Both their operations had
included reconstruction with a fibulafree flap like me (fig 3).

the labour ward of the local hospital
during a rare afternoon off.

Fig 3

Fig 2
Later in December I spent four
more days in the Algarve with three
male friends. This was followed
mid–January with another trip to the
Gambia with a 10-strong medical
team to run a three-day anaesthesia
training course. Once more Ensure
via my RIG was convenient as my dry
mouth and RAD (Radiation Affected
Dysphagia) make local African food
almost impossible for me to eat.
My final trip, pre–lockdown trip, was
to Sierra Leone from 9th – 15th March
to attend a remarkable
wedding.
Twenty-seven
years previously I had paid
for Regina, the beautiful
bride (fig 4), to be born
by caesarean section at
a maternity hospital in
Freetown to save her
life and that of her then
teenage mum, Catherine.
I was a volunteer on board
the Mercy Ship Anastasis in
Freetown and was visiting

Final comment: Sixteen months
after my RIG was inserted it remains
indispensable. It allows me to travel
wherever I want. The only possible
problem would be if my hold-baggage
containing Ensure went missing - but
to date that has not happened. Also,
I must be very careful that my tube
does not fall out; I always carry a
spare as well as a T-tube (a silicone
stent for the trachea) to prevent the
tract closing before another tube is
inserted. Some friends keep asking
when my tube will be removed my reply is ‘probably never’. I have
named my RIG Fatmata (a common
name in Sierra Leone) as it is now
my constant and probably lifesaving
companion.
Keith

Fig 4

Focus on the end game
On 28th September 2020 I
reached my 40th anniversary
of being on total parenteral
nutrition (TPN). I had hoped that
I would have had some sort of
celebration for my achievement,
but COVID-19 and being recently
diagnosed with breast cancer
put a stop to that.

In those early days when I first started
on TPN it was very much in its infancy
and ground-breaking at the time. My
start and introduction to TPN for the
first few months and years was grim
to say the least. I waited for several
months before a contract was agreed
with a hospital who were able to
manufacture and supply my TPN
bags to Jersey where I live. I also did
not have the luxury of using an IV
pump for the first six months or so.
Due to the lack of proper TPN bags
I had to gravity feed three litres
comprising of a variety of 500mls
solutions through a Y-giving set
(connecting plastic tubes for delivering
intravenous feed). The theory was that
I would have two x 500ml solutions
going through together over four
hours and then change to the next two
etc. Once the last two infusions were
up, I could go home by ambulance
to complete it at home. The reality is
that this never once ran through in its
supposed four hours as the viscosity
of one solution usually overpowered
the other. It was like a game of cat
and mouse trying to regulate it
accordingly by calculating drops per
minute and failing miserably.

The first year was the worst of all
as I spent a lot of time reflecting on
my previously ‘normal life’ and how
much it had changed. After the first
anniversary I felt I had really achieved
something; I had proved that it could
be done despite all the odds stacked
against me. I suppose it was like
grieving the life I once had that was
lost but learning to embrace this new
life with all its challenges.
The other thing that I found hard was
not having any other patients who
were on TPN to talk to - to offer advice
and to discuss topics surrounding
our treatment. I remember I would
ask quite frequently if there were
patients in the UK who were on
TPN like me; I was always fobbed
off or it was not understood why this
may have been of importance. I do
remember someone said that TPN
was like being a diabetic who had to
have regular insulin injections or a
patient having renal dialysis. I know
they were trying to help make me
see things in context, but it wasn’t
helpful at the time as all these types
of treatment are entirely different.
They treat different conditions, and
all have their own unique challenges,
risks, and setbacks.
Purely by chance I learned that there
was a charity called PINNT in the
UK that had been set up by patients
who were similar to me. I arranged
to travel to one of the annual AGM
meetings in 1988 and met Carolyn
Wheatley and several other patients
and I was literally on cloud nine. For
the first time I really felt that I was
not alone in dealing with the daily
challenges that TPN send us.
Through PINNT I discovered that
work was being done to provide
patients with ambulatory pumps to
allow us that extra bit of freedom. It
was amazing to ditch the drip stand
and chunky IV pump for a nifty
rucksack.
Following the retirement of my
consultant I asked to be referred to
a specialist centre in 1999 as there
was no one here who wished to take
on my care as it was too specialised.
I went to Hope Hospital in Salford
and was completely retrained. They

were reasonably impressed with how
well I was doing, but one thing they
were keen on was for me to have a
homecare package. For most of you
this will most likely have been put
in place quite early on in your care
with your TPN and ancillaries all
being delivered to your home. This
was not the same for me as I acquired
most of what I needed through the
hospital and a week’s supply of TPN
was delivered every Thursday. I
didn’t have any contingency bags or
anything. When I returned home, I
had to fight very hard for this to be
put in place and it made my life so
much easier to have this setup.

TPN is not a walk in the park; we all
have our off days, but everyone gets
those even without having medical
issues. Don’t look for the negatives
or seek out and be miserable about
things you aren’t able to do because
your life is restricted. Look and focus
on what you can do. No one can do
this for us, and we will always face
challenges in our path – my latest
challenge is breast cancer surgery to
be followed by chemotherapy. Am I
freaking out? Not really, if it’s got to
be done, I will do it! Focus on the end
game and keep smiling.
Louise
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How is Christmas for you?
Seeing through the challenges and finding the nuggets of gold can be hard at this time of year but help
is always at hand if you need it.
Well what a strange old year this has been for everybody
– unless you have been snoozing under a rock during 2020
you will know that the coronavirus – Covid-19 pandemic
has well and truly changed the world – as we know it forever. However, the world still turns, and Christmas still
comes around. For many people it is a time of fun and
frivolity and an opportunity to let their hair down - but
for others – particularly those with health issues, it can
bring further anxiety and feelings of isolation. Christmas
may well pan out a little differently this year due to the
pandemic but undoubtedly there will still be similar
challenges for those who are artificially fed and those who
care for them.
We all know that familiar feeling at Christmas when the
shops are full of decorations and the radio plays endless
Christmas tunes on repeat whilst the television is awash
with ridiculous amounts of over-indulgent food and drink
adverts… it can be really frustrating, particularly if your
oral food intake is limited or nil. And, let’s be honest, the
pandemic has meant that some of the shops have got their
Christmas decorations and festive food items out even
earlier this year!
The truth is that although many people do genuinely
love Christmas, (which is a good thing for them) there
are also many who don’t. There are many reasons why
people may find Christmas hard to deal with. Alongside
long-term health issues and chronic illness people may be
dealing with loss and grief, money worries, relationship
issues, mental health challenges or looking after someone
who is seriously ill and feeling they have no one to share
their feelings with - to name but a few. And so, for some
the Christmas season can undoubtedly reinforce feelings
of isolation and frustration.
One thing to focus on, if you feel this way, is to remember
that this season always passes and if you are struggling
physically or mentally during it there is always someone to
support you. Even if you don’t have a close family member
or friend who can lend an ear there are organisations
that can offer guidance and support – please keep at the
forefront of your mind that you are not alone in your
feelings.
If you are fortunate enough to have close family members

and/or good friends who can support you either physically
or mentally or both at particularly challenging times. do
turn to them as your first port of call; chat to them about
how the Christmas season makes you feel. You may find
that others have a unique perspective, which might help
you.
However, PINNT recognises that there are many people
who don’t have a significant other or friend to turn to and
that is why PINNT wants to emphasise that no one in the
UK needs to feel completely alone or at their wit’s end
at this time of year. Don’t be afraid to pick up the phone
or send a text to one of the many organisations that offer
support if you need to. There is never shame in this – we
are all human and every single one of us requires support
at different times. It is also worth bearing in mind that
not everyone on this planet is celebrating the Christmas
season; you are not the only one who isn’t ‘feeling it’
– even though it may feel like that at times. Follow this
link https://pinnt.com/News/News/Non-Members/
Find-solace-in-difficult-times.aspx to the PINNT
website where you can find this article and a list of useful
organisations with contacts and resources to help you over
Christmas and the New Year and into 2021 and beyond.

F o l l ow us on T witter @ P I N N Tc h a r i t y
Tell your friends and follow us.
F o l l ow us on instag ra m
N E W ! Please follow us and tell your friends too.
pinntcharity
It’s that simple and easy - so don’t forget PINNT this year. We still have lots of exciting projects and
we depend on your generosity to help us achieve our goals.
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Collaboration with PENG and PINNT
during HAN Week 2020

During HAN Week 2020, The Parenteral and Enteral Nutrition special interest group (PENG) collaborated
with PINNT to release a special publication to showcase #ThisIsMe.
It highlighted people dependent on HAN as well as members of the nutrition team at the Freeman
Hospital, Newcastle-upon-Tyne. We are delighted to share this with you.

This is me… Kate Hall, Chair PENG
The Parenteral and Enteral Nutrition special interest group (PENG) is proud to
support PINNT’s HAN Week 2020. It is humbling to read the stories people have
shared, their own personal experiences, both patients and the multi-disciplinary
healthcare team members, and those of the home care support services and networks
too. Everyone has a different story and each with different needs and aspirations. It
is so important that the support that is provided recognises this. Whether you receive
your nutrition artificially or not, nutrition is a lifeline and key to quality of life. The
#ThisIsMe campaign is simple and a great way to start that conversation and raise
awareness.
This is me… Ernest Matthews
The story probably started some four years previously,
where I was experiencing frequent stomach upsets and
generally feeling unwell, running to the loo sometimes as many as six times in a morning;
due to this my weight was decreasing by a serious amount. We saw various specialists
to try and identify the root cause of the problem, so over a period of the next 18 to 24
months I had a number of tests without any real conclusive evidence as to what was
causing the symptoms.
Eventually my surgeon said there was a test called a capsule endoscopy where the camera
went through the whole intestine to identify what could be causing the discomfort. The
test was successful in identifying the problem. As a result, my surgeon decided that an
operation was required to remove the infected area, which would mean cutting out
approximately 200mm of bowel and then disconnecting my bowel and redirecting it
through a stoma.
My weight at this time was down to an alarming 47kg so they had to give me supplements
to help me gain weight; a tube was inserted up my nose to feed me directly into the
stomach and help me to recover from the operation. I was also taking Fortisip (nutritional
medical supplementation drink) with various flavours; the doctor also put me on steroids again to help increase my
appetite. My weight had increased slowly to 59kg at the beginning of March 2019. My weight remained inconsistent
for no apparent reason dropping down to 54kg at one point. My surgeon decided that we needed a different way of
supplementing my food intake, so he introduced me to the nutrition team who explained the benefits of total parenteral
nutrition (TPN).
Initially the nurses in the hospital would connect me to 3000ml of the TPN every evening at about 7pm. It would run
all night until 7am the following morning. The feed was working as my weight started to increase steadily and by midApril it was back up to 60kg. I had a visit from the nutrition team at the Freeman Hospital - Hayley and Lisa. They
advised that they were transferring me to the Freeman as they specialised in this type of care and they would train me
to self-administer at home. On Tuesday16th April Hayley started training me to self-administer and advised that this
would take about two weeks giving me a discharge date of 1st May. The training was quite intensive - requiring me to
carry out all the different procedures myself before moving on to the next stage. I quickly picked up on how clinically
clean and sterile everything must be. The backpack was introduced at the latter stages and I was shown how to place
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the PN bag into the carrying case, which made everything
portable and ideal because it meant I no longer had to drag
the tripod around with me. On 1st May 2019 I was discharged
from the Freeman as planned weighing 62.6kg.
The first night Hayley, my nutrition nurse, helped my wife and
I at home by supporting my first connection, which was useful
as we were a little apprehensive; she also called the following
morning to help me to disconnect. We now do everything
ourselves - Joan my wife plays a major part in helping to connect
and disconnect every day. Joan prepares the sterile surface
by cleaning with wet wipes, drying off the surface and then
cleaning with alcohol wipes as directed in the training.
Next, we both wash our hands thoroughly and start the
procedure as directed by Hayley. We still follow the written
guide that was prepared in the hospital to ensure we stick rigidly
to the sequence of operations.
We find that since using the TPN it has given me back my independence and a life which I didn’t have four years ago.
It’s now nearly a year of administering the TPN and my weight is steadily increasing. Life is much better now as we are
so familiar with what needs to be done daily. My appetite is not great, but I still eat for pleasure having snacks whenever
I feel hungry, but the TPN feeds me the bulk of the nutrition needed to keep me well. I continue to be reviewed by the
nutrition team at Freeman Hospital who are building me up for my next surgery.
This is me… Martin Fluke
After suffering from Crohn’s Disease (a long-term condition where the
gut becomes inflamed) for 30 years, in September 2018 I had a nasty flare
up and started losing weight. I noticed the pain I was having in my lower
abdomen was like nothing I have ever had previously. By November, I
had no choice but to go off work sick as I was not able to function on a
day-to-day basis. My consultant at the time tried doing a Trough Level
test to check the levels of antibodies I had in my system. This came back
within normal parameters, so he was able to almost double my dose of
Infliximab (a medical drug used to treat auto immune disease). This
did nothing and I continued to be in horrendous pain and the weight
just dropped off me. I lost 43 per cent of my body weight within four
months and now weighed just 8st 5lbs.
By March 2019, I was referred to the Intestinal Failure team at the
Freeman Hospital in Newcastle who confirmed that I had indeed
developed intestinal failure. My digestive system had packed up. I had
a meeting with the lead consultant who did not pull any punches as to
the severity of my situation. At that point, he said if I needed emergency surgery I would probably not survive. He went
on to show me the results of the scans I had of my abdomen and pointed out the fistulation, infection and inflammatory
mass in my pelvic area (which was causing the pain I was in).
I was admitted to hospital to have a Hickman line™ put into a central artery and started
on home parenteral nutrition (HPN). I was told that I had short gut syndrome and any
food I ate would be purely for pleasure and I would get my nutrition from PN. I spent
a few weeks in hospital being trained on how to manage PN at home and obviously to
get the levels of nutrients right before being discharged.
I went home and although I did start to gain weight, I was still in the same amount
of pain especially after eating. By the end of July, I had developed a DVT (deep vein
thrombosis) and my blood tests showed that the amount of infection in my pelvic cavity
was putting pressure on my urinary tracts and this was impairing kidney function. I was
admitted back to the Freeman Hospital that day where I was immediately put on blood
thinners and we discussed having a drain put in to remove the infection. The surgical
options we had, were also discussed. The first option was to have a large operation that
would involve the removal of all the digestive system that was beyond repair and have
a stoma. The other option was to split the surgery into two and have an ileostomy (a stoma constructed by bringing the
end or loop of small intestine out onto the surface of the skin) and return in six months to have the damaged and infected
gut removed. It was agreed to go for the second option and on the 3rd August, I had an ileostomy. This was successful;
however, my surgeon had a tough time bringing my small bowel out to form the stoma due to severe adhesions and the
poor state of my skin.
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I went home a week after my surgery and, apart from becoming
extremely anaemic, (needing a trio unit blood transfusion and
becoming dehydrated due to drinking too much making my
stoma output go through the roof), having the ileostomy has
been successful in stopping the pain. The current plan now
is to let the infection subside prior to the second round of
surgery that is due. In October 2019 I also had a stroke in my
eye that left me partially blind in that eye. Tests are currently
underway to determine if the clot that caused the stroke was
from the DVT in my leg or if it was a new clot. Since having
my ileostomy, I have been doing some resistance training and
am starting to gain some good muscle mass. I am aiming to
get as fit as possible leading up to my planned removal and
resection of diseased/damaged small bowel in the coming
weeks.

This is me… Lisa Gemmell
I am the lead IF dietitian at Newcastle Hospitals and Parenteral and Enteral Nutrition
Group (PENG) lead for parenteral nutrition (PN). My role is to support patients at
home on parenteral nutrition with intestinal failure. I also look after inpatients who
have long hospital stays with intestinal failure. I support them to make changes to
their fluid and dietary intake to help control stoma/fistula output/bowel frequency.
In combination with the nutrition team I formulate parenteral nutrition and fluid
prescriptions. This is done carefully to minimise any unnecessary burden on patients
and their families. Initially
when a patient is referred to
our Intestinal Failure Team,
we often visit the patient in the
referring hospital to talk about
what to expect when they arrive
with us. We also liaise closely
within our Northern Nutrition
Network to share practice and
to facilitate remote care of
intestinal failure patients. Above all improving the quality of life
of patients with intestinal failure is my focus. In my spare time I
love spending weekends at the Northumberland coast with my
family.

This is me… Dr Chris Mountford
I was delighted to support Home Artificial Nutrition Awareness Week and the
important work that PINNT do to support patients and their families.
I am a Consultant Gastroenterologist at the Freeman Hospital, Newcastle-uponTyne. I am part of the hospital nutrition support team and the regional home
parenteral nutrition team for the North East of England. I am very lucky to work in
such a beautiful part of the country, in one of the best hospitals, with a fantastic team
of colleagues to support our patients who require nutritional support (though clearly
that is a personal opinion and I am biased in that view!). My interest in nutrition
developed when I was a trainee and I was struck by the importance nutrition has in
recovery from illness, but also sadly how it can be forgotten amongst all the other
treatments patients may need.
We support patients coming into our care from Newcastle and more widely around
the north-east region. I will often see our patients at some of their lowest moments,
in many cases at a time not long after serious illness and associated malnutrition
has significantly impacted on their lives but seeing the progress and recovery that
can be achieved with time is very rewarding. There are sometimes setbacks along
the way, but one of the great things about my job is that both the team and me
have the opportunity to get to know our patients over a period of time, which I think really helps in building trust
and reassurance that support is available along the way. As a team we share some of the highs and lows alongside our
patients living with long-term conditions. I am frequently reminded of how determined and successful our patients are
at getting on with their lives, even with the - sometimes daily - imposition of nutrition support.
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I really enjoy working in a team and nutritional care is very much a team effort.
I work with nurses, dietitians, pharmacists, other medical doctors, surgeons,
radiology doctors, administrators, managers, and many others. My weekly
timetable consists of a wide variety of activities. Although nutritional care
forms the main part of my job, in an average week I also do inpatient ward
rounds, general gastroenterology as well as specialist outpatient clinics, multidisciplinary meetings, endoscopy lists, bowel cancer screening colonoscopy and
I work on the medical admissions unit and gastrointestinal bleeding emergency
on-call rotas. I also enjoy teaching medical students, supervising doctors in
training and I am currently very involved with charity work for BAPEN (British
Association for Parenteral and Enteral Nutrition), a charity that raises awareness of malnutrition and works to advance
the nutritional care of patients and those at risk from malnutrition in the wider community.
Outside of work I live with my wife and three children who are great fun to be around and keep me busy and on my
toes. I find cycling around Northumberland and the North Pennines a fantastic way to switch off after a busy week.

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
https://bit.ly/2Kcz8Lg

‘Let’s talk’ about Home
Artificial Nutrition

The launch of our new campaign will commence in
January.
We would love to hear from you if you have a topic, idea
or question that could start a conversation or discussion
about life on home artificial feeding. If you do so, please
email us at comms@pinnt.com or telephone one of
the contacts listed on the back of this edition of Online.

HAN Week 2021 save the dates
Home artificial nutrition
(HAN) Week will be
running from 2nd – 8th
August 2021.
We are hoping we will
be able to meet for our
annual gathering - only
time will tell!
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Raising funds for
PINNT
the sporty way!
By Ezekiel’s mum
– Amy
During lockdown my son Ezekiel (who is artificially
fed) and his brothers enjoyed their own sports day
on the green near our house.
They had a brilliant time doing various events such
as a ‘rolling pin’ relay, toy obstacle course, ‘bin bag’
sack race and ‘potato and spoon’ race. During the
last race all the boys wore a bag carrying a feeding
pump to raise awareness of tube feeding.
We decided to try and raise some pennies for
PINNT along the way and managed to raise a
total of £275 in online donations.
Thank you to all who donated - we have been
blown away by the total!

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 http://pinnt.com/ways-to-give/paypal-donation-and-payments.aspx
• Via Virgin Money https://pinnt/Donate.aspx
Vygon UK Ltd. Due to the pandemic, Vygon UK Ltd have transferred their gastrostomy study days to a virtual platform.
They run these for healthcare professionals and have historically donated the registration fees to PINNT. This year they are
running a series of virtual gastrostomy webinars. They are free to healthcare professionals to attend, in return they are asking
for a voluntary donation to PINNT. Thank you Vygon for your continued support and to all those who have generously donated
to help us continue our work.

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 have looked a little different this year 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 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
secretary@pinnt.com
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Your letters – Dear PINNT ...
I would just like to say that I enjoyed the recent Zoom meeting. I don't use Twitter or Facebook, so this is the only way
to meet face-to-face so to speak. The only thing was all the abbreviations, I could not make out which was which - I
will have to make a list if there is another meeting, which I hope there is!
Don
Ed says: Thank you for your feedback Don, it was lovely to meet you. We have noted the comment about abbreviations,
we will endeavour to overcome this next time.
Just wanted to say thank you for organising another really good, helpful, interesting, and positive PINNT meet-up.
Steve and Carolyn are great hosts. Look forward to the next one. And thank you for all that Team PINNT do. You’re
all amazing!
Sarah
Thank you! Being on home parenteral nutrition has been a life saver for me, however it has severely restricted my
quality of life. Until recently, I have spent a lot of time worrying about charging my pump or fiddling in the dark
at night to plug it in when it beeps with ‘flat battery.’ I had no idea that there were other pumps which provided an
additional battery pack until I contacted PINNT. I accepted what I had been given and didn’t think to question it, I
was fearful that I could be perceived as being ungrateful for the treatment. What a difference a fully portable pump can
make to daily life. Not only can I have my feed outside the house, and feed with confidence (without clock watching) but
I have greater freedom within my home. Small things, and yes, I do mean the battery pack, can make a big difference
to managing this treatment. I believe my ability to accept the feeding has been enhanced as I feel back in control. I
rung PINNT to seek advice as I had trouble accepting that I needed the feed - having no power to change that - I took
control of how it fits into my life. Again, thank you PINNT.
Bill
I just wanted to say a big thank you to PINNT for sending me a birthday card in October. It was lovely to receive a
surprise card and realise that I am not just a number having home parenteral nutrition (HPN) but a person. I came
out of hospital approximately a month ago after an awfully long seven months as an inpatient. I will be on HPN
via a HickmanTM line for life, so to get a card from you was lovely. Thank you very much for your kindness and the
continuing support you give.
Vicky
Ed says: We hope you had a lovely birthday Vicky. PINNT is always here to support you and our members. We hope
you settle into life on HPN, any questions or support we can offer, please do not hesitate to contact us.

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.
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B Braun’s TransCare staff
supporting HAN Week 2020
Back on 14th June 2018 six members of B Braun, TransCare (homecare company) set off on a 365-mile cycle
challenge - ‘Tour de TransCare’ to support PINNT, over three and a half days. The route they took was from their
furthest southernly patient in Plymouth to their furthest northerly patient in Settle. In addition to the road event they
had members of staff in the office joining them virtually on static bikes. The event raised £5,765.63 for PINNT.

Jamie

Jo

Jamie

Nicola

Chris

Duncan

When Gary’s cycle challenge was announced for HAN Week 2020, we knew it would resonate with the TransCare
team to ‘get on their bikes’ for PINNT once again. In support of Gary’s event various people either cycled or walked to
work. Jo walked to work, a distance of 8.5km, it was a warm August day, and it took 1 hour and 35 minutes; the return
walk at the end of the day was tough in the heat!
Nicola cycled to work as well as Jamie, Chris and Duncan and they could not resist donning their ‘Tour de TransCare’
cycle tops to support HAN Week 2020.
Ed says: Thank you ‘Team TransCare.’ The camaraderie was great to see, it was a thoughtful gesture to make. Gary
really appreciated your support.

Ooops I just can’t wait!
Before you go out do you find yourself worrying about where
the nearest loo will be… and feel that you can’t relax and enjoy
yourself without knowing? Many HAN users feel concerned about
this – so, be assured you are not alone. Although PINNT does not
yet have its own card we can recommend one that is free when
ordered from the Bowel and Bladder Community website. The
card gives discreet but clear information informing others that
you are unable to wait to use the toilet facilities. You can obtain
one online by simply filling in a few details. Please read all the
information about the card carefully when applying online. Visit:
www.bladderandbowel.org/help-information/justcan’t-wait-card/
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PPP
winners
September
draw
We are delighted to share the
winners of the September
draw for our PINNT Prize
Pot (PPP) Club.
The final draw for 2020
will take place at the end of
December, winners will be
notified directly.

PINNT Prize Pot 2021
Roll up! Roll up! Our next PPP will commence again in 2021, if you have not previously taken part,
why not join for 2021…?
All those who currently support the PPP will be contacted directly by Tracy Hill to encourage people to renew PPP
numbers for 2021. She will also ask if people wish to purchase additional numbers. Each number costs £12 for the year
which gives each number entry into four draws.
So, what’s the PINNT Prize Pot Club? We have a PINNT Prize Pot Club which raises ongoing funds for PINNT
whilst giving you the opportunity 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.
When does the draw take place? Four times a year, quarterly: 31st March, 30th June, 30th September and 30th
December. Winners are notified directly, and payment is made directly into your bank account.
What happens once you send back your form and payment? Your PINNT Prize Pot Club membership
number(s) will be allocated and a membership card issued stating your numbers. You will receive your card(s) towards
the end of January or early February 2021. Each draw has three prizes, and the amounts are dependent on the number
of PPP Club members. To make this work we need at least 100 numbers allocated.
PPP numbers should be purchased or renewed by 1st February 2021 – thank you.
For all PPP questions please do not hesitate to contact Tracy by email at thill@pinnt.com or telephone her on 020
3004 6193.

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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Transition trilogy
The series is now complete! 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 very 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.

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

Mailchimp® – don’t miss out on news from PINNT
PINNT has always provided our members with accurate and up-to-date information, and now, more than ever,
we are committed to ensuring rapid and efficient ways of doing this.
As many of you will be aware, during 2019 we trialled the use of Mailchimp®, as a way of communicating
directly to our members and we asked you to consent to receiving correspondence from us in this way. We want
to thank you for helping us in this trial and inform everyone that we will be continuing with this approach of
distributing information quickly, as well as via our website and social media platforms.
We are aware that whilst this is an effective method of distributing information to a large audience, mailbox security
settings may cause these mailouts to be placed into the junk or spam folder; therefore, we would recommend that
you:
•	Add Mailchimp® to your list of safe senders. This can be done in several ways, depending on your email
provider and mailbox setup.
•	Often the easiest way is to wait until an email arrives from Mailchimp and if it should enter your junk / spam
folder, then either move it to your inbox, or let your mailbox know that it is not junk (often achieved by clicking
the right mouse over the email and selecting ‘not junk’).
•	We will try to help you notice these quickly should they end up in your junk/spam folder, by starting the
heading of the email with the word ‘PINNT’.
•	If you are unsure whether you have provided consent to receive information from PINNT in this format, or
to check any of your contact details, please email the national secretary at secretary@pinnt.com
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Inspiration Healthcare Home Artificial Nutrition
(HAN) Week 2020 – Rucksack Challenge
At Inspiration Healthcare, as part of our Homecare business we distribute the Micrel PN+ ambulatory infusion device
for administration of parenteral nutrition (PN). The nature of the work carried out by our Infusion Therapy team
means that we work closely with the patients receiving PN along with their nursing teams and recognise the important
role that charities, such as PINNT, have in supporting patients and raising awareness of artificial nutrition.
With that in mind we decided that we really wanted to celebrate Home Artificial Nutrition (HAN) Week 2020 and raise
as much awareness as possible and this is where the idea of the Rucksack Challenge was born.
We quickly found four very willing volunteers from across the company and it is safe to say they threw themselves
into the challenge. The ‘Rucksack Challengers’ as they were fondly known, were asked to carry a pump, rucksack and
between 2-3 litres of fluid around for 12 hours whilst having the giving set pinned into their clothing. To make things
more interesting, we set them various challenges throughout the day.
Hollie, our UK Sales Co-ordinator, jumped at the chance to be involved in
the challenge, “I wanted to be involved in the challenge because I wanted to
help spread awareness of what HAN week is about. I also wanted to try and
experience the life of a patient to get a different perspective and understanding
of how artificial feeding can affect someone’s life.”
Rebecca, our Supply Chain Co-ordinator was new to Inspiration at the time
of the challenge, “I hoped that the challenge would give me some product
knowledge and a better understanding of who our customers and end users
are.”
The day started at 7am and the Challengers were asked to watch a connection
video. From there, they then had to work out how to secure the fluid in the
rucksack, load the giving set into the pump and place the pump in the rucksack.
The team were able to drink throughout the day but were not able to eat…
morning tummies were grumbling!
Some of the participants were working from home while others were working
in the office, but each had to complete the same challenges throughout the
day.
All the team felt that ‘normal’ everyday tasks required a lot more thought. Brook our Chief Operating Officer felt…
“normality is overtaken by the need to immediately consider all aspects of being connected, before morning ablutions,
what clothing to wear, what the day’s activities are. Making it normal and routine does come in time, but it is also an
appendage that cannot be forgotten” whilst Rebecca found… ‘the most challenging part of the day was trying to do
the little things she would usually take for granted.”
Toilet time… although not actually able to infuse the fluid, we attempted to recreate and capture how frequent visits
to the bathroom are a necessity when infusing such large volumes. The team received regular reminders when a toilet
break was next due, which they were certainly pleased to see the back of once 7pm came around!
Ebaa our Quality and Compliance Engineer found navigating bathroom stops
whilst working particularly challenging. “One meeting lasted for two hours and
30 minutes, I found it challenging as I had to frequently leave the meeting to
use the facilities.”
By early afternoon, the team were beginning to feel hungry and there was
a definite change in mood. All Challengers were asked to prepare food for
themselves or someone they lived with but of course not eat anything themselves.
This generated a lot of discussion between the team about how food and eating
is such an integral part of our lives.
Rebecca said “Not eating was also a challenge! It was strange getting to lunch
time and not having anything to eat, although I wonder how much of that
is just habit. This also affected my energy levels quite a lot and I felt sluggish
and tired in the afternoon, especially after carrying the extra weight around all
morning!”
Hollie reflected on how being on home parenteral nutrition (HPN) and not
being able to eat could have an impact on family life, “the challenge has made
me realise the mental and physical impact on a patient on a day-to-day basis.
Things like getting your family ready every day, food shopping and cooking for
your family.”
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Throughout the day the team received information about HPN, its administration, how Homecare works and also
information surrounding intestinal failure and the other ways it can impact an individual’s life aside from requiring
artificial nutrition. Ebaa shared how the experience had made her reflect on how important support networks must be
for individuals receiving artificial nutrition, “without the support of product specialists at Inspiration Healthcare, this
challenge would have been an extremely difficult task as a volunteer. It makes me realise how important the nursing
teams are in supporting patients with their daily life.”
The day concluded at 7pm when the volunteers watched a disconnection video
and packed their equipment away. They were then free to spend the evening
as they wished which is something that Hollie and Brook reflected on, “I feel
relieved the day is over but feel almost guilty to eat and carry on my evening as
I know that many individuals are unable to do this.”
Thanks to the team effort from our volunteers, the Rucksack Challenge 2020
was a huge success. Although the Challenge only touched the tip of the iceberg
and we cannot truly know what it is like to receive artificial nutrition, the
experience helped educate not only our volunteers but the wider company
and community about artificial nutrition and hidden disabilities. Carrying the
rucksack around the office and in the local shops enabled our participants to
engage in conversations about the therapy and why they were taking part in the
challenge.
“The ‘hidden illness’ aspect of any disability is always hard to deal with; I hope
in some small way we have helped to shine a light into the corners” – Brook,
Chief Operating Officer, Inspiration Healthcare.
Ed says: PINNT would like to give special thanks to Katie McHale and Laura
Travers for their commitment to this amazing project. They accepted the
challenge set by Ezekiel at the start of HAN Week 2020 and had no problem
gaining wider support from colleagues within Inspiration Healthcare. It is true to say that unless you have personal insight
into something you cannot fully appreciate it, having said that empathy can
be felt by those who genuinely care about seeking a greater appreciation
of someone else’s situation. We would like to thank everyone at Inspiration
Healthcare for taking part and supporting our HAN Week 2020. This was
a small part of the activity programme put in place throughout the week.
This leaves us asking ‘What will the activity be for next year?’

#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 our
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 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. 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.
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Local PINNT activities
PINNT get-togethers 2021

Due to the pandemic, unfortunately, we still have no update on when our regional meetings will be resumed. We all
missed our annual gathering in 2020 and cannot wait until it’s safe to invite people back to PINNT events. As soon as
we have further information, we will let you know.

PINNT Ambassadors

Please contact us for information, support or just a chat

East Anglia:
Tracy Hill. Tel - 01945 780909 - Email: thill@pinnt.com
North West:
Liz Taylor. Tel - 07801 650067 - Email: ltaylor@pinnt.com
South Wales:
Paul Phillips. Tel - 07802 429872
Norwich:
Jackie Riseborough. Tel - 01263 834762
South East:
Rhian Howells. Tel - 01635 273710 Email: rhian.howells@berkshire.nhs.uk
South West:
Jane Gagg. Tel - 01803 654951 - Email - jane.gagg@nhs.net
Georgie Adams. Tel - 01392 404635 Email - gadams1@nhs.net
Lisa Cripps. Tel - 01752 432562 Email - lisa.cripps@nhs.net
Leicester:
Phil Roberts. Tel - 0116 222 7161 - Email: hens@lnds.nhs.uk
Bristol:
Julie Barker. Tel - 0117 342 7515 Email: j.barker2@nhs.net
Birmingham:
Gaynor Morgan. Email: gmorgan@pinnt.com
East Yorkshire and Humberside (HPN Only):
Philippa Macelhinney. Tel - 07827 937025 Email: philippa.macelhinney@hey.nhs.uk
Nottinghamshire:
Janet Darby. Tel - 07583 854091 Email: jdarby@pinnt.com

WEBSITE ADDRESS

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