Should | take part?

LlVlng W|th a tUbe at home Do you live in the UK?
< No
Should I take part? C Yes

We are working to improve standards of care for adults and children living at home with a
tube that goes into their stomach or small intestine (often called a PEG, RIG or
nasogastric tube). As part of this we have developed a survey questionnaire for people
who live in the UK and are older than 18 years of age.

You are invited to take partin this survey if you have a tube into your stomach or small
intestine that you use for water, feed or medication, or if you care for someone with a tube
like this.

We would like to ask you three questions to see if you meet the requirements to
participate in the survey. The information you provide will be kept entirely confidential
and will never be traced back to you as an individual.

Are you an adult (over 18 years of age)? # Required

< No
C Yes
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Should | take part? Information about the survey (Participant Information Sheet

Version 1, 22Feb23)

Do you have a tube that goes into your stomach or small intestine (often called a PEG,
RIG or nasogastric tube) or do you care for someone who has a tube like this?

The title of the research project

Experiences and views of support services for people living at home with an enteral

¢ No tube.
€ Yes

What is the purpose of the research?

The survey is part of a research project developed by Sue Green (Professor of Nursing)
at Bournemouth University (BU) with colleagues from other organisations, including
PINNT. We are working to improve standards of care for adults and children living at
home with tube that goes into their stomach or small intestine (often called a PEG, RIG or
nasogastric tube). The results of this survey should help to develop recommendations to
inform a national framework for what people can expect if they have a tube and are at

home.

Why have I been asked to take part?

You are invited to take partin this survey if you have a tube into your stomach or small
intestine that you use for water, feed or medication, or because you care for someone

with a tube like this.

Do | have to take part?

Itis up to you to decide whether or not to take part. You can withdraw from participation at
any time and without giving a reason, simply by closing the browser page or not returning
the paper copy of the survey. Please note that once you have completed and submitted
your survey responses, we are unable to remove your anonymised responses from the
study. If you or any family member have an on-going relationship with BU or the research
team your decision on whether to take part will not affect this relationship in any way.

How long will the survey take to complete?
The survey should take no more than 30 minutes to 1 hour to complete. You will be able
to complete the survey from 27th March 2023 to 30th June 2023.

What are the advantages and possible disadvantages of taking part?

Whilst there are no immediate benefits for those people participating in the project, it is
hoped that the results of the survey will help us to make recommendations which may
inform standards for services in the future. The disadvantage of completing the survey is
that it will take some of your time. It may also ask you to consider things which may have
caused you distress in the past. Please contact your healthcare provider for support if this
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does happen and you need support.

What type of information will be sought from me and why is the collection of this
information relevant for achieving the research project’s objectives?

The survey asks questions about you and your experience of the tube. It will also ask you
about what you think is required to support you to manage the tube. The information that
you give us will help us to understand what people with enteral tubes and their carers
want to support them to manage at home.

Use of my information

Participation in this study is on the basis of consent: you do not have to complete the
survey, and you can change your mind at any point before submitting the survey
responses. We will use your data on the basis that it is necessary for the conduct of
research, which is an activity in the public interest. We put safeguards in place to ensure
that your responses are kept secure and only used as necessary for this research study
and associated activities such as a research audit. Once you have submitted your survey
response it will not be possible for us to remove it from the study analysis because you
will not be identifiable.

The anonymous information collected may be used to support other research projects in
the future and access to it in this form will not be restricted. It will not be possible for you
to be identified from this data. Anonymised data will be added to BU's Online Research
Data Repository (a central location where data is stored) and which will be publicly
available.

Bournemouth University Research Ethics Committee I.D. 48370.

Contact for further information
If you have any questions or would like further information, please contact Sue Green
(sgreen@bournemouth.ac.uk).

In case of complaints

Any concerns about the study should be directed to Professor Jane Murphy, Deputy
Dean for Research and Professional Practice, Faculty of Health and Social Sciences,
Bournemouth University by email to researchgovernance@bournemouth.ac.uk.
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Consent to participate

Please indicate your agreement for the Research Team to access and use your recorded
responses to this survey before continuing.

¢ | give permission for members of the Research Team to have access to my
anonymised responses. | understand that my anonymised responses may be
reproduced in reports, academic publications and presentations but | will not be
identified or identifiable.

¢ ldon'tagree.

7136

Consent to participate

Please indicate that you have read and understood the Participant Information Sheet for
this research project and that you consent to take part in this survey before continuing.

¢ | have read and understood the Participant Information Sheet and consent to take
partin this survey.

¢ | do not consent to take partin this survey.
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Thank-you!

Thank-you for your interest in the survey. You do not meet the criteria to take part
because you have indicated that you are not over 18 years of age. To find out more about
living with a tube to support nutrition and hydration please go to this

webpage: https://pinnt.com/Home.aspx.
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Thank-you!

Thank-you for your interest in the survey. You do not meet the criteria to take part
because you have indicated that you do not live in the UK. To find out more about living
with a tube to support nutrition and hydration please go to this

webpage: https:/pinnt.com/Home.aspx.
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Thank-you!

Thank-you for your interest in the survey. You do not meet the criteria to take part
because you have not consented to take part or for the responses you give to be used.
To find out more about living with a tube to support nutrition and hydration please go to
this webpage: https://pinnt.com/Home.aspx.
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Thank-you!

Thank-you for your interest in the survey. You do not meet the criteria to take part
because you have indicated that you do not have a tube that goes into your stomach or
small intestine, or you do not care for a person with one. To find out more about living
with a tube to support nutrition and hydration please go to this

webpage: https://pinnt.com/Home.aspx.
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We would be grateful if you could complete the survey

There are no right or wrong answers as we want to know about your experiences. If there
are any questions you do not wish to answer, move on to the next question. Please feel
free to include any comments or suggestions.

All questions are designed to be answered by you whether you have a tube or care for
someone with a tube.

You can complete this survey either online or on paper. You do not need to complete it
both ways.

The survey will close on 30th June 2023. Please only complete the survey once.
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Tell us about yourself... c Male
¢ Female
Please let us know who is completing the survey @ Prefer to self describe

¢ Prefer not to say
¢ lam a person with a tube at home

€ lam an unpaid carer of a person with a tube at home

1 am a paid carer of a person with a tube at home If you selected "Prefer to self describe”, please specify:

If you have a tube, which age group are you in, or if you care for a person with a tube,
which age group are they in?

¢ Under 18 years
¢ 18to 20 years
¢ 21to 39 years

€ 40 to 59 years
¢ 60to 79 years

€ Over 80 years How long is it since the tube was first put in?

€ Less than 3 months
¢ 3to 6 months
. . e o
Which nation do you live in? ¢ 71012 months

€ 1to 2 years

© Wales
€ More than 2 years

¢ Scotland
P

| can’'t remember
¢ Northern Ireland

¢ England
If itis more than 2 years, about how many years?

If you have a tube, which best describes your gender, or if you care for a person with a
tube, which best describes their gender? Optional
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What medical condition led to the tube being putin?

Stroke

Motor Neurone Disease (MND)
Multiple Sclerosis (MS)
Cancer

Cystic Fibrosis

Brain Injury

Ulcerative colitis
Crohn's disease

Short bowel syndrome
What type of tube is it? Gastroparesis
I don't know

Other

b I M e e R e A R B B

Gastrostomy (the tube is in the stomach e.g. PEG or RIG)
Jejunostomy (the tube is in the bowel e.g. JEJ)

Nasogastric (the tube goes through the nose to the stomach)
Nasojejunal (the tube goes through the nose to the small intestine) Ifyou selected "Other", please specify:

I'm not sure

o Niie Biie e Hiie il |

There is more than one type

Can you indicate which types of tube?

If you have a tube can you eat and drink, or if you care for a person with a tube, can they
eator drink?

© Yes
« No
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If you, or the person you care for is able to eat or drink, does the texture of food/drink
need to be changed? e.g. drinks need to be thickened or food must be pureed.

C Yes
« No

If you, or the person you care for, is able to eat or drink, does a particular type of diet need

to be followed other than a texture modified diet?

Please select at least 1 answer(s).
Low residue diet

Gluten free diet

Low fat diet

High fibre diet

Diabetic diet

Small portion sizes

Other

i I I e e e |

If you selected "Other", please specify:
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Getting ready to leave hospital after the tube was put in...

Who trained you to manage the tube BEFORE you or the person you care for first went

home? (Please tick all that apply) Optional

Hospital Dietitian

Community Dietitian

Hospital Nurse

Community Nurse

Nutrition Nurse

Nutrition Company representative
I'm not sure

b e e e e B B B |

Someone else

If you selected "Someone else" please tell us who

Who provided MOST of the training?
Hospital Dietitian

PS
¢ Community Dietitian
€ Hospital Nurse

P

Community Nurse
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If the tube is used for nutrition, what type of feed is used?

€ Ready made feed e.g bottles or bags

¢ Blended food e.g normal food that is liquidised before being given through the
feeding tube

¢ A mix of both ready made and blended

Is a feeding pump used at home?

C Yes
« No
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Nutrition Nurse
Nutrition Company representative
I'm not sure

Someone else

If you selected "Someone else" please tell us who

Who do you think should provide most of the training?

Hospital Dietitian
Community Dietitian
Hospital Nurse
Community Nurse

Nutrition Company representative
Someone else

-
pu

P

P

¢ Nutrition Nurse
-

P

© I'm not sure

-

| don't think it matters as long as they are good
If you selected "Someone else" who do you think it should be?
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C Yes

« No

¢ We were given some but needed more
 Don't know

What written information do you think people going home with a tube need? Optional

Do you feel that this training prepared you to manage the tube at home?

C Yes
« No
¢ Partly

¢ Don't know

How could your training have been improved? Optional Were you provided with a list of people to contact to support you to manage the tube
when you got home e.g. community nurse, nutrition company helpline?

I~ Yes

I~ No

I~ Ididn't have all the numbers | needed
™ Don’t know

What contacts do you think people going home with a tube need?

Were you given written information about the tube before you went home? e.g. feeding
plan, care of your tube etc.
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N . 5
Did you use other ways to learn about the tube? (e.g. relatives/friends experiences of What do you think is the best way to prepare people to go home with a tube?

tube feeding, patient support groups, internet patient forums)

C Yes
c No
¢ Don't know

Please tell us more about the other ways you have learnt

How did you feel about going home with a tube, or caring for someone going home with a
tube?
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Managing the tUbe at home Please don't select more than 1 answer(s) per row.

. . . Didn't see
Notatall A little uite a bit =~ Very much
When you got home did you find that the training about the tube you were given in Q v one
hospital (either as a patient or carer) was different to what you were advised to do at Hospital dietitian r r r r r
home?
Community dietitian r r r r r
C Yes Hospital nutrition
r r r r r
 No nurse
¢ Don'tknow Conjmumly r = = = =
nutrition nurse
Homecare
Please tell us more if you would like to Optional company nurse o L r r r
District nurse r r r r r
GP r r r r r
Pharmacist r r r r r

Which homecare company do you, or the person you care for, have?

Nutricia Homecare
Abbott Hospital2Home

c
c

¢ Fresenius Kabi Homecare

¢ There is no homecare company
.

If you have a tube, or care for a person with tube, which best describes how you manage
athome? I don’t know
 lam able to manage the tube myself

¢ I need my family to help me with the tube

 Irely on nurses or carers to help me with the tube How often is a review done by a healthcare professional (nurse, dietitian or doctor)?

¢ Atleastonce a month

¢ 2 monthly
How have the following people helped you to manage the tube at home? Tick whichever € 3to 6 monthly
best describes the support you received from each. ¢ 7 to 12 monthly
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€ More than 12 monthly Where would YOU LIKE the new tubes putin?

¢ ldon't have regular reviews

¢ Don't know I~ Hospital emergency room

I~ Hospital ward or outpatients

™ Athome
™ Don’t know
How often would YOU LIKE a review done by a healthcare professional (nurse, dietitian
or doctor)?
€ Atleastonce a month Since you, or the person you care for, has got home has the tube fallen out?
¢ 2 monthly
¢ 3to 6 monthly C Yes
€ 7 to 12 monthly C No
¢ More than 12 monthly  Don't know
€ | don’twant regular reviews
¢ Don't know

Where was the new tube (or tubes) putin?

€ Hospital emergency room
 Hospital ward or outpatients
2
Is the tube replaced regularly? ® AOIEEE
P
o

It has replaced in different places
© Yes

« No

Don’t know

¢ Don’t know
What do you think would help most when someone's tube falls out?

Where is the new tube NORMALLY putin?
€ Hospital emergency room
¢ Hospital ward or outpatients

¢ Athome

¢ Don't know
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If the tube has been replaced, how many times has it been replaced since it was first put

in?

€ 1lto2times
¢ 3to4times
¢ More than 4 times
¢ Don't know

Have you, or the person for care, had any of the following problems since the tube was

putin? Tick all that apply. Optional

Often feeling sick or vomiting

Gaining too much weight

Losing weight without meaning to

Often having diarrhoea

Often having constipation

Infection tube site

Painful tube site

Difficulty with the supply of equipment (e.g. giving sets, syringes)

b e B (e B e (e B B

Tube has fallen out
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How | feel now about managing everything to do with the
tube...

Do you feel confident about managing everything to do with the tube?

¢ Notatall
C Alitlle
€ Quite a bit
C Very

What do you think would help you to become more confident?

Have you found everything you have to do with the tube takes a lot of effort?

 Notatall
C Alitle
€ Quite a bit
¢ Alot

Would you like to add anything?
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-
-
-
-

Tube has broken

Tube has blocked

None of these problems apply to me
Other

If you have selected “Other" could you tell us more?
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Have you felt any of the following about managing everything to do with the tube? Select
as many as you wish.

-
-
-
-
-
-
-
-
-

Left out of social events with family/ friends
Sad because eating and drinking is different
Holiday plans have been affected

Work has been affected

People don't understand about the tube
Depressed because of the tube
Embarrassed because of the tube

Having the tube has made life easier
Content with the tube

Would you like to add anything?
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Do you think that managing with your tube has impacted on your daily activities? If you
care for someone with a tube has itimpacted on your daily activities?

€ Notatall

c Alitlle

€ Quite a bit
¢ Very much

Would you like to add anything?

How have your close friends and family reacted to everything you have to do with
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Very poor
Fair

Good
Very good

o Jiie Tiiie Mo Mo |

Excellent

What do you think would improve the suport you have received? Optional

Do you have any other comments or suggestions to add?
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managing your tube? If you care for someone with a tube, how have their close family
and friends reacted?

Very well
They don'tlike the tube

PN
PN

¢ People don't know about the tube
C There has been a mixed reaction
P

Don't know

How have people you do not know reacted to the tube if they have seen it or you have
told them about it?

 Very well
¢ ldon'ttell people | don't know about the tube and keep it hidden

¢ There has been a mixed reaction

Would you like to add anything?

Overall, how would you rate the support you have received from healthcare services in
managing everything to do with the tube at home?
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Thank-you very much!

Thank you for taking time to complete this survey. We truly value the information you
have provided. Your responses will contribute to the forming of recommendations to
support people living at home with a feeding tube.

If you need any support or information following completing this survey please contact
your healthcare provider or access the website for the Patients on Intravenous and Naso-
gastric Nutrition Treatment (PINNT) support group.

Thank-you again for completing the survey.
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