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“The management of care for people with long term conditions should be proactive,
holistic, preventative and patient centred”! There are an increasing number of patients that
are now discharged to their own home or community care on home enteral tube feeding
(HETF). In Rotherham, there has been a 52% increase in HETF from 2010-2017.> Optimising
quality of life in HETF patients has been found to be challenging.?® It is important that these

patients receive continuous support. Supporting patients and carers of HETF patients is a

key part of the Dietitian’'s and Homecare Nurse role. It is recommended that all patients
who receive enteral nutrition should be kept fully informed and have access to appropriate
sources of information and support, in formats, languages and ways that are suited to an
individual’s requirements.* As a result of this, we wanted to find a way to best support HETF
patients in the Rotherham community.

Background to the project Figure 1: If you had a question relating to home enteral
feeding where would you go?
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Adult HETF patients, who were registered
with the Fresenius Kabi Homecare service in
Rotherham, completed a questionnaire so we
could obtain information on how HETF patients 20
and carers could be best supported in the
community. The questionnaire was produced
in August 2015 and consisted of 12 questions;
it was delivered to all patients and carers.
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The questions focused on the following areas: 20
patient demographics, how long they had
received enteral tube feeding for and what the

best platform of support would be.

Number of patients

Findings from the questionnaire

Sixty-three per cent of patients or carers

completed the initial questionnaire of which 50%

lived in care homes and 50% of patients lived in I
—
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their home. Findings highlighted that the highest
proportion of patients and carers would prefer to 0 _—
talk to their Dietitian or Fresenius Kabi Homecare GP Consultant  Dietitian Internet Other Company Community

) . 6 1 32 1 5 nurse nurse
Nurse for support and advice - see Figure 1. 19 8

CN Vol17 No.4 September 2017 69



Fresenius Kabi | Home Enteral Feed Patients

Patients and carers reported that they would
prefer a different platform of support rather
than a face-to-face support group; 73% of
patients and carers reported that they would
not want to meet or talk to any other patient’s
relatives or carers as a form of support.
The questionnaire also highlighted that only
50% of Rotherham HETF patients and carers
used the internet daily.

“What type of support
patients currently require, that they do not

It was asked:

already have?”

The following suggestions were made:

* Newsletters/information booklets

* Help with maintenance of percutaneous
endoscopic gastrostomy’s (PEG)

* Contact information for all healthcare
professionals

* Support from other patients which receive
HETF

* Local support/out of hours service

* Easier access to giving sets and syringes

* Flow chart to follow problems if they arise.

The Homecare
newsletter project

Findings from this questionnaire highlighted
the need for a regular support tool to
be provided to HETF patients and carers.
As patients preferred not to seek advice
face-to-face, and not everyone used social
media as a support tool, a newsletter was
deemed to be the most appropriate
for patients and carers in Rotherham.
We identified that the majority of patients
and carers would seek support and
advice from the Rotherham HETF Dietitian
and Fresenius Kabi Nurse.
This encouraged a working partnership to
produce the 'EN Today’' newsletter, with the

Homecare

Figure 2: The ‘EN Today’ Editorial Team

Rotherham HETF Dietitian collaborating
with the Fresenius Kabi Scientific Affairs
Dietitian, Clinical Nurse Advisor and Account
Manager - see Figure 2.
From the comments relating to the
type of support required, we were able to
determine the contents of the newsletter.
This included: an introduction to your
healthcare professional, an education page,
projects in the trust, patient stories,
important contact information and frequently

asked questions - see Figure 3.

Feedback since the
launch of the ‘EN Today’

Since the launch, we have produced and
circulated three editions of ‘EN Today’ and
are currently working on our fourth edition.
We have also collated feedback via a
questionnaire on how the newsletter has
been received by HETF patients and carers.
Twenty-one questionnaires were collected;
the results have shown to date that 90%
of patients found the newsletter useful.
The 10% that did not find the newsletter
useful commented that they were already
very experienced and established in
HETF - see Figure 4.

Fifty-three per cent of patients were
happy with the current content, 33% were
not sure what they would like to see in the
next edition and 14% gave other suggestions.
These suggestions included: information
on bolus feeding, more pictures and
troubleshooting relating to feeding tubes.

When patients and carers where asked
what they liked about the newsletter, 38%
made comments relating to the newsletter
being helpful and supportive for patients
and carers.

From left to right: Sharran Wainwright (Scientific Affairs Dietitian Fresenius Kabi), Natalie Whittle (Account Manager Fresenius Kabi),
Anna Hardman (Specialist Dietitian, Rotherham), Claire Jackson (Homecare Clinical Nurse Advisor Fresenius Kabi).
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Figure 3: Screenshots of
‘EN Today’ Newsletter Design

Page 1 - Introduction and meet your healthcare professional

Page 2 & 3 - Education page, projects in the trust
and patient story

Page 4 - Important information, useful contact number,
frequently asked questions and puzzles

Figure 4. What do you think
of the newsletter content?

W Useful
W Not Useful



Below is a selection of patient and carers
comments relating to 'EN Today’.

We wanted the patient story feature
to be an essential part of ‘EN Today’ - see
Betty’s Story in Figure 5.

Betty also provided feedback on what
it meant to her writing her story and
contributing to ‘EN Today’.

“Writing in the newsletter was really
important for me, it has allowed me to
share my experiences with everyone and
help to share what | have been through
and make them feel that they are not
alone. | wanted to share with new and
established enteral feeds that life does not
change when you have a PEG and you can
go on holiday and do what you want.
| thought my story could help and support
other people. | definitely enjoy reading the
newsletter and would like it every month
if we could! | like to see other healthcare
professionals and | think that the education
page is very useful for new home enteral
feed patients who have PEGs. | think it's a

“| don't feel like I'm on
my own as the newsletter
is very supportive, in particular
the patient stories.”

“It’s a nice length, and
it is not too long. Enjoy the
quizzes and attempting them.
It looks colourful. It's a great
support tooll”

Figure 5: Betty’s Story
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really good tool to support patients, what
the healthcare professionals do and help to
answer some commonly asked questions.
It's great!”

Moving forward

As a large proportion of our patients
were interested in being updated via the
Internet we now encourage them to join
the Fresenius Kabi Facebook group. This
Facebook group is a safe and positive
environment for patients, relatives and
carers to share experiences and to provide
support and learn from each other. The
contents topic includes: meeting and ‘Day
in the Life’ of the Fresenius Kabi team,
living on enteral nutrition and socialising
and patient stories.

The editorial team is currently in the
process of creating edition four of ‘EN
Today’ and we will continue to collate
feedback from patient and carers in order
to improve the newsletter and holistic
support we offer HETF in Rotherham.

“| enjoy the education
page and like seeing the
healthcare professionals.
| find it very supportive.”

“I like keeping the newsletter in
a safe place to look back at for
information | may not know - e.g.
contact numbers, questions
relating to syringes.”
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