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Round 1 questionnaire for Delphi survey

FEEDS Delphi Survey – Round 1

You are invited to take part in the next step of the national UK research study “FEEDS: Focus on Early Eating, Drinking and Swallowing review”.

Below is our information sheet with more information about the survey.  Once you have read this information, if you would like to take part please click the forward arrow at the bottom of this text. 

 What is the study about?

 The study aims to find out about strategies to improve eating, drinking and swallowing difficulties that can be used at home by parents of young children with developmental difficulties.  “Strategies” refers to the things people do to help children with eating and drinking difficulties.

 Why have I been invited to take part?

 You may have previously completed one of our surveys – thank you again for doing so. You expressed an interest in being contacted about this survey as part of our ongoing research.

 What will I have to do?

 This is a Delphi Survey, which is a way to seek agreement between different groups of people.  This type of survey has stages, where families and clinicians complete questions two or three times.  Each round takes approximately 15 minutes to complete.  Here is some information about each round:

Round 1 – You will be presented with a list of strategies for improving eating and drinking and a list of potential benefits of the strategies (we are calling these outcomes).

 You will be asked to rate how important you think that each strategy and outcome is on a scale from 1 (not important) to 9 (essential).  There will be an option to add any strategies or outcomes you think are missing and make any further comments you have.

Round 2/3 – A few weeks after completing the previous round, you will receive another email asking you to complete the survey again.

 You will be asked to complete the ratings again.

 It is important that, if you agree to take part, you complete all rounds of the survey.

How do I take part?

 To enter the survey, please click the forward arrow at the bottom of this page.  We plan for this round (round 1) of the survey to be open for 3 weeks.

What happens to the information I give in the study?

Your responses to the survey will be confidential.  By completing the survey, you are consenting to take part in this stage of the research.  If you wish to stop the survey at any time, you can do so.  We will keep the information you have already given us unless you tell us that you no longer want to take part and would like to have your information removed completely.

We will store any personal information you share with us safely and securely at Newcastle University (in line with data protection laws).  All personal information shared with us will be destroyed 6-12 months after the end of the study (currently planned to be December 2019).

The information provided during the survey will be looked at by the research team and may also be looked at by Newcastle upon Tyne Hospitals NHS Foundation Trust or representatives from the regulatory authorities.

 What happens if I take part?

At the end of the final round of the survey, you will be entered into a prize draw to win a £100 voucher.  There will be five vouchers available for parents / carers and five for healthcare professionals.  We will also send you a summary of the results of this survey and the wider study.

After the final round of the survey, we will be running two meetings where we draw together all the study findings, and make conclusions.  These meetings are expected to take place in April / May 2019.  We would like parents, professionals and researchers to take part in the meetings.  We expect to invite 10-20 people to each meeting. If you would like to participate, you can let us know this at the end of round two of the survey.

 Who is leading the study?

This study is being led by clinical researchers at Newcastle University and Newcastle upon Tyne Hospitals NHS Trust in collaboration with colleagues from Exeter, Sussex and London.  The study is funded by the National Institute for Health Research Health Technology Assessment (NIHR HTA) programme – the research part of the NHS.


 Who do I contact if I’d like more information about the research?

If you have questions please contact Dr Helen Taylor, FEEDS researcher via email at Feeds@ncl.ac.uk, by telephone on 0191 2821379 or by post at:

Dr Helen Taylor
Development and Disability Group, Newcastle University
3rd Floor, Sir James Spence Institute
Royal Victoria Infirmary
Queen Victoria Road
Newcastle upon Tyne
NE1 4LP

Or see the project website: https://tinyurl.com/FEEDSstudy

What if I have concerns or a complaint?
If you have any concerns about this research and would like to discuss them further, please contact Dr Helen Taylor, who will discuss your concerns with Dr Jeremy Parr or Dr Lindsay Pennington who are leading the study.

If you prefer to raise your concerns with someone not involved with the study, you can contact the Patient Advice and Liaison Service (PALS). This service is confidential and can be contacted on Freephone: 0800 032 0202

 Alternatively if you wish to make a formal complaint, you can contact the Patient Relations Department through any of the details below:

 Telephone:    0191 223 1382 or 0191 223 1454
 Email:             patient.relations@nuth.nhs.uk
 Address:        Patient Relations Department
                         The Newcastle upon Tyne Hospitals NHS Foundation Trust
                         The Freeman Hospital
                         Newcastle upon Tyne
                         NE7 7DN

Thank you very much for your help with this research.


Thank you for taking the time to read the information about the study.

To give your consent to take part, please respond to the following statement: 

I have read the information about the study and I agree to take part by completing the survey. 

Please note that you cannot take part without answering the question.  If you don't agree to take part, we would like to thank you for your time reading this.  
Agree
Disagree


Welcome to the FEEDS Delphi Survey and thank you for taking part. 

This is the first part of the survey.

In this survey, eating, drinking and swallowing difficulties are referred to as "eating and drinking difficulties".  The term "strategy" or "strategies" is used to describe what some people might call intervention, therapy, treatment, advice or things that help including self-help.  The potential benefits of the strategies are referred to as "outcomes". 

The survey is divided into 2 sections:

- In part A we ask about a list of outcomes related to improved eating and drinking.

- In part B, we ask about a list of strategies to improve eating and drinking. 

The lists have been developed from information gathered during our research so far.




Q1 ​Please describe yourself:
Parent / guardian / caregiver
Healthcare professional


Q2 What is your age (in years)?
Under 20
21-30
31-40
41-50
51-60
61-70
Over 70


Q3 What is your gender?
Male
Female
Prefer not to say
Other (please specify):  ________________________________________________


Q4 
For parents / guardians / caregivers:  Where do you live?  
   
For healthcare professionals: Where do you work?
North East England
North West England
Yorkshire and Humber
East Midlands
West Midlands
South East including London
South West
Scotland
Northern Ireland
Wales


Q5 What is your ethnicity?
White
Black/ African / Caribbean / Black British
Asian / Asian British
Mixed / Multiple Ethnic Groups 
Other Ethnic Group
Prefer not to say


Q6 How did you hear about the survey?
Took part in previous FEEDS survey 
Voluntary Organisation / Charity
ASD-UK / Daslne database
Parental network / support group
Professional Organisation / Network 
Other (please specify):  ________________________________________________


Q7 Children can have different types of eating and drinking difficulties.  Which difficulties are you answering the survey about?
Physical difficulties (Reduced control of the muscles of the lips, tongue, mouth and throat)  (1) 
Non-physical difficulties (Sensory or behavioural issues leading to restricted or selective eating and rituals associated with food or mealtimes)  (2) 
Both physical and non-physical​ difficulties  (3) 




Part A: Outcomes  

Strategies for improving eating and drinking are tested to see if they work.

We want to know what we should measure in order to see if a strategy works - what are the most important outcomes or results?

Please tell us how important you think each of the following outcomes are.




Q8 Please tell us how important you think each of the outcomes below are:

 ​If you feel unable to comment based on your knowledge and / or experience or feel the item is not relevant or not applicable to you, please select 'Not Applicable / Not relevant'
	
	Not important
 ​1
	2
	3
	4
	Important but not essential 5
	6
	7
	8
	Essential 9
	Not applicable / Not relevant

	General health  A child's overall health
	
	
	
	
	
	
	
	
	
	

	Weight How much a child weighs
	
	
	
	
	
	
	
	
	
	

	Height How tall a child is
	
	
	
	
	
	
	
	
	
	

	Growth  A change in a child's growth, including height and weight
	
	
	
	
	
	
	
	
	
	

	Nutrition A child's level of energy and nutrients for healthy growth
	
	
	
	
	
	
	
	
	
	




Q9 Please provide any additional comments you have on any of the outcomes listed above here:
________________________________________________________________

Q10 Please tell us how important you think each of the outcomes below are:

If you feel unable to comment based on your knowledge and / or experience or feel the item is not relevant or not applicable to you, please select 'Not Applicable / Not relevant'
	
	Not important
 ​1
	2
	3
	4
	Important but not essential 5
	6
	7
	8
	Essential 9
	Not applicable / Not relevant

	Child's enjoyment of mealtimes 
	
	
	
	
	
	
	
	
	
	

	Parent or caregiver's enjoyment of mealtimes
	
	
	
	
	
	
	
	
	
	

	Quality of life of child ​
How satisfied a child feels about their life 
	
	
	
	
	
	
	
	
	
	

	Quality of life of family 
How satisfied other family members feel about their (own) lives 
	
	
	
	
	
	
	
	
	
	

	Mental health of parent or caregiver
A parent / caregiver's mood and emotional wellbeing 
	
	
	
	
	
	
	
	
	
	




Q11 Please provide any additional comments you have on any of the outcomes listed above here:
________________________________________________________________


Q12 Please tell us how important you think each of the outcomes below are:

 ​If you feel unable to comment based on your knowledge and / or experience or feel the item is not relevant or not applicable to you, please select 'Not Applicable / Not relevant'
	
	Not important
 ​1
	2
	3
	4
	Important but not essential 5
	6
	7
	8
	Essential 9
	Not applicable / Not relevant

	Safety ​A child's ability to eat and drink safely without choking or aspirating
	
	
	
	
	
	
	
	
	
	

	Oral motor control ​A child's ability to control the movement of their mouth, jaw, tongue or lips and swallow 
	
	
	
	
	
	
	
	
	
	

	Efficiency ​A child's ability to eat and drink at a reasonable pace
	
	
	
	
	
	
	
	
	
	



Q13 Please provide any additional comments you have on any of the outcomes listed above here:
________________________________________________________________


Q14 Please tell us how important you think each of the outcomes below are:

 ​If you feel unable to comment based on your knowledge and / or experience or feel the item is not relevant or not applicable to you, please select 'Not Applicable / Not relevant'
	
	Not important
 ​1
	2
	3
	4
	Important but not essential 5
	6
	7
	8
	Essential 9
	Not applicable / Not relevant

	Independence ​A child's ability to feed themselves
	
	
	
	
	
	
	
	
	
	

	Variety ​
The range of foods or liquids a child eats or drinks
	
	
	
	
	
	
	
	
	
	

	Amount 
​The amount of food or liquid a child eats or drinks per day
	
	
	
	
	
	
	
	
	
	

	Appetite 
A child's level of hunger and desire for food / drink
	
	
	
	
	
	
	
	
	
	




Q15 Please provide any additional comments you have on any of the outcomes listed above here:
________________________________________________________________


Q16 Please tell us how important you think each of the outcomes below are:

 ​If you feel unable to comment based on your knowledge and / or experience or feel the item is not relevant or not applicable to you, please select 'Not Applicable / Not relevant'
	
	Not important
 ​1
	2
	3
	4
	Important but not essential 5
	6
	7
	8
	Essential 9
	Not applicable / Not relevant

	Mealtime behaviour 
​A child behaving appropriately during meals   
	
	
	
	
	
	
	
	
	
	

	Mealtime interaction ​The interaction between a child and the person feeding them at mealtimes   
	
	
	
	
	
	
	
	
	
	

	Social participation ​A child's overall involvement at mealtimes 
	
	
	
	
	
	
	
	
	
	



Q17 Please provide any additional comments you have on any of the outcomes listed above here:
________________________________________________________________

Q18 Please tell us how important you think each of the outcomes below are:

 ​If you feel unable to comment based on your knowledge and / or experience or feel the item is not relevant or not applicable to you, please select 'Not Applicable / Not relevant'
	
	Not important
 ​1
	2
	3
	4
	Important but not essential 5
	6
	7
	8
	Essential 9
	Not applicable / Not relevant

	Child's understanding ​A child's understanding of mealtime activities and routines    
	
	
	
	
	
	
	
	
	
	

	Parent or caregiver's understanding ​A parent / caregiver's insight into their child's eating and drinking difficulties   
	
	
	
	
	
	
	
	
	
	




Q19 Please provide any additional comments you have on any of the outcomes listed above here:

Q20 Please provide any additional outcomes you think are important or essential here:
________________________________________________________________




Part B: Strategies 

A variety of strategies are used to improve eating and drinking difficulties in children with developmental difficulties. 

We found that strategies are often used together as part of an 'intervention package'.  We want to know which strategies are important to include in that 'intervention package'.  

For each of the strategies listed, please tell us how important you think it is that the strategy is included as part of an 'intervention package' for children with eating and drinking difficulties.  

Many of the strategies involve teaching children new behaviour and rely on techniques such as prompting or giving praise for the behaviours we want to encourage. Because these techniques apply to so many of the strategies, we have not included them in the descriptions below.

Please answer based on your own knowledge and experience, and what you may know of other people's experiences.

Q21 Please rate how important it is that each of the strategies below is included as part of an 'intervention package' for children with eating and drinking difficulties:

If you feel unable to comment based on your knowledge and / or experience or feel the item is not relevant or not applicable to you, please select 'Not applicable / Not relevant'
	
	Not important
 ​1
	2
	3
	4
	Important but not essential 5
	6
	7
	8
	Essential 9
	Not applicable / Not relevant

	Modifying environment Changing the physical or social setting at mealtimes (e.g. reducing distractions such as levels of noise; using distractions to reduce a child's attention on their food)    
	
	
	
	
	
	
	
	
	
	

	Positioning ​Ensuring a child is in the best position to eat and drink food safely and efficiently (e.g. a child sitting upright; providing support for head control)   
	
	
	
	
	
	
	
	
	
	

	Modifying equipment ​Using different spoons, forks, plates, cups, bottles etc (e.g. doidy cup; plastic spoon)
	
	
	
	
	
	
	
	
	
	

	Scheduling of meals ​Setting the timing of mealtimes to encourage a child's appetite and establish a mealtime routine (e.g. spreading meals / snacks throughout the day; setting a 30 minutes limit for mealtimes) 
	
	
	
	
	
	
	
	
	
	



Q22 Please provide any additional comments you have on any of the strategies listed above here:
________________________________________________________________


Q23 Please rate how important it is that each of the strategies below is included as part of an 'intervention package' for children with eating and drinking difficulties:

 ​If you feel unable to comment based on your knowledge and / or experience or feel the item is not relevant or not applicable to you, please select 'Not applicable / Not relevant'


	
	Not important
 ​1
	2
	3
	4
	Important but not essential 5
	6
	7
	8
	Essential 9
	Not applicable / Not relevant

	Modifying consistency of food or drink Changing the consistency of a child's food or drink (e.g. pureeing food; thickening food or drink)   
	
	
	
	
	
	
	
	
	
	

	Modifying other aspects of food or drink ​Changing the temperature, taste amount or presentation of a child's food or drink (e.g. presenting different foods so they do not touch each other; mixing liked foods with disliked foods)  
	
	
	
	
	
	
	
	
	
	

	Modifying placement of food ​Changing where food is placed in a child's mouth to help chewing or swallowing (e.g. placing food to the side of the mouth)
	
	
	
	
	
	
	
	
	
	



Q24 Please provide any additional comments you have on any of the strategies listed above here:


Q25 Please rate how important it is that each of the strategies below is included as part of an 'intervention package' for children with eating and drinking difficulties:

 ​If you feel unable to comment based on your knowledge and / or experience or feel the item is not relevant or not applicable to you, please select 'Not applicable / Not relevant'

	
	Not important
 ​1
	2
	3
	4
	Important but not essential 5
	6
	7
	8
	Essential 9
	Not applicable / Not relevant

	Enhancing communication Improving communication between a child and the person feeding them during mealtimes (e.g. offering choices of food to a child; a child using eye pointing or signs or symbols to ask for specific food or drink)   
	
	
	
	
	
	
	
	
	
	

	Visual supports Use of pictures, a "countdown clock", or social stories to increase a child's understanding of what happens during mealtimes (e.g. showing a child pictures of what food will be on their plate; showing a child a story to explain what will happen during a mealtime)   
	
	
	
	
	
	
	
	
	
	

	Responding to a child's cues for feeding ​Helping people to recognise the signs that a child is ready to take another mouthful of food or drink (e.g. looking for breath alterations or repeated swallows from a child to indicate a lack of readiness)
	
	
	
	
	
	
	
	
	
	

	Pace of feeding ​Changing the speed at which each mouthful of food or drink is taken by a child (e.g. slowing pace down to prevent overfilling of a child's mouth)
	
	
	
	
	
	
	
	
	
	




Q26 Please provide any additional comments you have on any of the strategies listed above here:
________________________________________________________________




Q27 Please rate how important it is that each of the strategies below is included as part of an 'intervention package' for children with eating and drinking difficulties:

 ​If you feel unable to comment based on your knowledge and / or experience or feel the item is not relevant or not applicable to you, please select 'Not applicable / Not relevant'
	
	Not important
 ​1
	2
	3
	4
	Important but not essential 5
	6
	7
	8
	Essential 9
	Not applicable / Not relevant

	Medication Any medication (e.g. for epilepsy, pain, drooling, tone, gastroesophageal reflux)   
	
	
	
	
	
	
	
	
	
	

	Energy supplements Any energy or calorie supplement given orally or via feeding tube   
	
	
	
	
	
	
	
	
	
	

	Vitamin or nutritional supplements ​Any supplements given or changes to a child's diet to increase the vitamins or nutrients in their diet 
	
	
	
	
	
	
	
	
	
	





Q28 Please provide any additional comments you have on any of the strategies listed above here:
________________________________________________________________


Q29 Please rate how important it is that each of the strategies below is included as part of an 'intervention package' for children with eating and drinking difficulties:

 ​If you feel unable to comment based on your knowledge and / or experience or feel the item is not relevant or not applicable to you, please select 'Not applicable / Not relevant'
	
	Not important
 ​1
	2
	3
	4
	Important but not essential 5
	6
	7
	8
	Essential 9
	Not applicable / Not relevant

	Physical support Giving direct physical support to a child when eating or drinking to improve the movements needed to bite, chew and swallow (e.g. placing a thumb underneath the chin to help a child close their mouth)   
	
	
	
	
	
	
	
	
	
	

	Oral and sensory desensitisation Activities aimed at reducing a child's adverse reactions to different sensory experiences linked to eating and drinking (e.g. face massage; chewing non-food items such as a chewy 'toothbrush')   
	
	
	
	
	
	
	
	
	
	

	Oral motor exercises ​Exercises done with a child to improve the control of their mouth, jaw, tongue or lips (e.g. a child moving a non-food item with their tongue; a child sucking through a straw) 
	
	
	
	
	
	
	
	
	
	



Q30 Please provide any additional comments you have on any of the strategies listed above here:
________________________________________________________________

Q31 Please rate how important it is that each of the strategies below is included as part of an 'intervention package' for children with eating and drinking difficulties:

 ​If you feel unable to comment based on your knowledge and / or experience or feel the item is not relevant or not applicable to you, please select 'Not applicable / Not relevant'

	
	Not important
 ​1
	2
	3
	4
	Important but not essential 5
	6
	7
	8
	Essential 9
	Not applicable / Not relevant

	Graded exposure to new food Activities aimed at gradually exposing a child to new or disliked foods and drinks (e.g. messy play activities involving a child touching new or disliked foods; using small steps towards a child accepting new or disliked foods such as licking the food or putting it in their mouth with no expectation to swallow)   
	
	
	
	
	
	
	
	
	
	

	Graded exposure to new textures Activities aimed at gradually introducing a child to more challenging food textures and fluid consistencies (e.g. messy play activities involving a child touching new or disliked textures; using small steps to introduce a child to lumpy food or foods that require chewing)  
	
	
	
	
	
	
	
	
	
	



Q32 Please provide any additional comments you have on any of the strategies listed above here:
________________________________________________________________

Q33 Please rate how important it is that each of the strategies below is included as part of an 'intervention package' for children with eating and drinking difficulties:

If you feel unable to comment based on your knowledge and / or experience or feel the item is not relevant or not applicable to you, please select 'Not applicable / Not relevant'
	
	Not important
 ​1
	2
	3
	4
	Important but not essential 5
	6
	7
	8
	Essential 9
	Not applicable / Not relevant

	Changing behaviour at mealtimes Strategies to encourage a child to behave appropriately at mealtimes (e.g. a child sitting down ready to eat; a child staying seated for the meal)  
	
	
	
	
	
	
	
	
	
	

	Modelling Giving a child the opportunity to learn from others by eating and drinking with them (e.g. sitting a child with other children or family members at mealtimes)   
	
	
	
	
	
	
	
	
	
	

	Training to self-feed ​Teaching a child to feed themselves (e.g. placing a hand over a child's hand to help guide the food into their mouth)
	
	
	
	
	
	
	
	
	
	



Q34 Please provide any additional comments you have on any of the strategies listed above here:
________________________________________________________________
Q35 Please rate how important it is that each of the strategies below is included as part of an 'intervention package' for children with eating and drinking difficulties:

If you feel unable to comment based on your knowledge and / or experience or feel the item is not relevant or not applicable to you, please select 'Not applicable / Not relevant'

	
	Not important
 ​1
	2
	3
	4
	Important but not essential 5
	6
	7
	8
	Essential 9
	Not applicable / Not relevant

	Support for parents
Help for parents around their child's eating and drinking difficulties (e.g. counselling; parent support groups) 
	
	
	
	
	
	
	
	
	
	

	Sharing information Any information shared to help parents and professionals understand a child's difficulties with eating and drinking (e.g. professionals teaching parents and school staff about a child's physical or sensory difficulties; parents helping professionals understand what's important about mealtimes in their family)   
	
	
	
	
	
	
	
	
	
	

	Psychological support for children ​Psychological help for a child (e.g. counselling) 
	
	
	
	
	
	
	
	
	
	



Q36 Please provide any additional comments you have on any of the strategies listed above here:


Q37 Please provide any additional strategies you think are important or essential here:
________________________________________________________________

