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Foreward
This report outlines the view of respondents who took part in the Diabetes survey which Healthwatch Barking and Dagenham carried out.
The main focus was to find out the experience of children and young people who are accessing diabetes services, if information they receive is helpful and what would help them in understanding diabetes. 

Although 90 questionnaires were sent out, only 21 were received back. Therefore this report is a snapshot of the services. 
Healthwatch Barking and Dagenham are the voice of local people, groups and networks. We are independent and therefore do not have a pre-set agenda or a pre-determined interest in influencing the outcome of the results of a consultation. 

This document represents a collective public response to the consultation and is a random sample which has been anonymised. This has been conducted impartially - Healthwatch Barking and Dagenham have no organisational view.
Copies of this report are available by contacting Barking and Dagenham Healthwatch on 020 8596 8200 or by emailing Info@healthwatchbarkinganddagenham.co.uk
Copies may also be downloaded from our website www.healthwatchbarkinganddaegnahm.co.uk
Background  

According to publication by Diabetes UK conducted in 2012 ,there are about 26,500 children and young people with type 1 diabetes in the UK and about 500 with type 2 diabetes, and there are a further 2,000 children and young people in the UK with diabetes whose diagnosis is not known.  
In a local context at the time of undertaking this report there were 90 children who were under the children’s diabetes service, provided by BHRUT. The 90 children are from Barking and Dagenham. 
The Health and Adult Select Committee carried out an in depth scrutiny review of diabetes services and support for diabetics in Barking and Dagenham, it mentions in the report that diabetes is increasing in children and young people. One of the recommendations from the review was to look at how young people with diabetes could be supported in the borough. 

Therefore Healthwatch Barking and Dagenham undertook this project to provide information in regards to the needs of younger people and their experiences of the diabetic services. 
Healthwatch Barking and Dagenham has undertaken a survey of children under the ages of 16 to find out what their experience is like when accessing diabetes services and their support needs. 

A letter and questionnaire was sent to participants who are under the children’s diabetes service provided by BHRUT. At the time of sending out the survey there were 90 children and young people registered under the service. This report is based on the questionnaires that were returned. Therefore this report is a snapshot of the views on children’s diabetes services.
The letter explained that participation is voluntary, and individuals are not required to answer any questions that they do not want to, it was also made clear that participation or non-participation will not affect access to diabetes services. 
It was also highlighted that all the information collected will be kept strictly confidential. 
Main Findings 

· Respondents indicated that information that was provided to them was designed more for the use of the adults then the children themselves. It was felt by parents that diabetes is a long term condition and therefore as children are growing up its good for them to understand the importance of their health issue and how to manage it so later in life there is less likely to be complications. 
· Majority of respondents indicated that they were very happy with the service which is provided by the diabetes service and that they are helpful and answer their questions. Respondents indicated this was due to the nature of the staff. This indicates that the professionals are providing a good standard of care to the patients. 

· It must be highlighted that 38% of the respondents have never had their height and weight checked in relation to their diabetes. 

· Information about diabetes and managing diabetes needs to be in a format that can be understood various age groups. 

· Some respondents felt that meeting other young people who have diabetes could help them understand their diabetes and they could discuss similar issues with each other. 

Questionnaire
In total Healthwatch Barking and Dagenham sent out the questionnaire to 90 children and young people.
· When were you diagnosed with diabetes?

· How well do you feel you understand what diabetes is? 

· How do you manage your diabetes? 

· How helpful was your GP when you first found out about your diabetes? 
· Who gave you information about diabetes?
· What sort of information did they give you? 

· Was the information helpful? 

· Over the last 12 months, which of the following healthcare professionals have you seen through the Diabetes Team? (options given) 
· What has your experience been like from the health professionals?
· How do you manage your diabetes?
· Do you know if you have annual checkups for your diabetes? (options given)
· Any additional comments? 
 Response to the consultation
When were you diagnosed with diabetes?

	When were you diagnosed?
	In the last year
	In the last two years
	Between 2   and 3 years ago
	More than 3 years ago
	Cannot remember / not sure
	Total 

	Respondents
	3
	2
	1
	15
	0
	21

	Percentage
	14%
	10%
	6%
	70%
	0%
	100%


How well do you feel you understand what diabetes is?

	
	Respondents 
	Percentage

	I fully understand what diabetes is
	14
	66%

	I do not understand it at all
	1
	5%

	There are a few things that I am not clear on
	5
	24%

	I do not understand what diabetes is and would         like to know
	1
	5% 

	Total
	21
	100%


How helpful was your GP when you first found out about your diabetes? 

Parents mentioned that GPs were not helpful when they had been to the GP and mentioned the symptoms their child was having. Two individuals ended up in accident and emergency and being admitted, the parents felt that this could have been avoided if they child was diagnosed earlier. It was felt by parents that they are not taken seriously. 
Who gave you information about your diabetes?


	
	Diabetic nurse
	Diabetic doctor
	Internet 
	Children’s out patients 
	Total

	Respondents 
	8
	9
	2
	2
	21

	Percentage 
	38%
	43%
	9.5%
	9.5%
	  100%


What sort of information did they give to you? (tick all that apply)
	
	Respondents
	Percentages

	Information about diabetes        

	20
	95%

	Information about diabetes medication
	18
	86%

	How to manage my diabetes


	18
	86%

	How to live with diabetes


	16
	76%

	Dietary 


	18
	86%

	Long term health impacts of diabetes


	15
	71%


Was this information helpful? (Please tick the one which applies)


	
	Not at all helpful

	Not very helpful
	Fairly helpful


	Very helpful


	Total

	Respondents 
	0
	0
	5
	17
	21

	Percentage 
	0%
	0%
	24%
	76%
	100%


Please tell us what was helpful or unhelpful about the information you received?

From the comments made in regards to the information being helpful or not, a few themes emerged which were: 

· Leaflets helped parents understand what carbohydrate counting is. 
· Previous to this parents were not too sure what this meant. 
· Respondents commented on the fact that information has been provided in different formats such as booklets and cds and this has helped them have a better understanding of diabetes rather then having all information which is text based. 
· A few respondents felt that information could be tailored more for the appropriate age group. A lot of information available however it was felt that these were more for adults.  (The fact that some people feel that material is not age appropriate, highlights the fact that different people may be getting access to different information, this needs to be looked into. 

· Some respondents also commented that if they needed to ask questions the nurse was always ready to answer them. 
Over the last 12 months, which of the following healthcare professionals have you seen through the diabetes team?  

	
	Dietician
	Optometrist
	GP
	Diabetes Specialist Nurse (DSN)
	Other

	Respondents 
	17
	9
	6
	21
	5

	Percentage
	81%
	43%
	29%
	100%
	24%


What has your experience been like from these health professionals? 
From the comments received for this question, 14 respondents said that their experience has either been excellent or very good. 3 said okay.
Overall majority of respondents felt that their experience of the health professionals was excellent or very good. From the comments made a few themes emerged: 

· Dieticians and diabetes nurses are very helpful. 

· GPs are taking too long to diagnose children, although parents have been to their GPs several times. 

· Diabetes team are very helpful and understanding. 
· Most respondents do not see their Gp after they have been diagnosed. 

How do you manage your diabetes?


	
	Insulin
	physical activity
	medication
	diet
	other please specify

	Respondents
	21
	6
	3
	7
	0

	Percentage 
	100%
	29%
	14%
	33%
	0%


Have you been on any courses/programmes to help you understand what diabetes is and ways to manage it? 

All the young people responded by saying no to this question. 
How often do you have the health checks below? 
Blood test to measure(HbA1C) : 


	
	Once a year
	More then once a year
	Never been checked
	Didn’t know I should
	Total

	Respondents 
	18
	3
	0
	0
	21

	Percentage 
	86%
	14%
	0
	0
	100%


Weight and height
	
	Once a year
	More then once a year
	Never been checked
	Didn’t know I should
	Total

	Respondents
	11
	2
	8
	0
	21

	Percentage
	52%
	10%
	38%
	0%
	100%


Retinas check  (Eye check)
	
	Once a year
	More then once a year
	Never been checked
	Didn’t know I should
	Total

	Respondents
	13
	0
	8
	0
	21

	Percentage
	62%
	0%
	38%
	0
	100%


      Foot examination and foot care
	
	Once a year
	More then once a year
	Never been checked
	Didn’t know I should
	Total

	Respondents
	7
	0%
	12
	2
	21

	Percentage
	33%
	0%
	57%
	10%
	100%


Blood and urine tests to check kidneys


	
	Once a year
	More then once a year
	Never been checked
	Didn’t know I should
	Total

	Respondents
	8
	3
	10
	0
	21

	Percentage
	38%
	14%
	48%
	0%
	100%


Additional themes and comments around support services  

Themes that emerged from the comments: 

· Young people want an opportunity to speak to others and diabetics who are of similar age. They do not always want to talk to parents. 
· Parents felt that more help could be provided for them so that they understand their child’s condition if and when it may change. 
Comments 

· “Make friends with other people my age who have diabetes. No one will understand what it’s like to have to take insulin or medication unless they do too. Or that I can’t just eat.” 
· “Diabetes is not a condition that will go away its there for life, as children grow up they need to understand the complications and what they need to take responsibility for. I am a parent and I am not at school when my son has his lunch etc,, as he grows up he will go out etc and I will not be with him, therefore an educational programme for young people from 14 onwards would be a good idea.” 

· “I am not sure, but I know that I don’t really want to talk to my parents about how I feel.”
· “A DVD with young people and diabetes and how they live their life would be a good idea for other people who have been diagnosed.” 

· “A text to remind me about medications, as now I am going to college I know it will be different.”
· “I think a session on diabetes and what I can and should eat and drink with other diabetic students”.
· “ My mum helps me when I am bigger I might need help like at big school”

· “ Sex education is part of school, so should health problems so that other people understand about other problems too”
Conclusion
Overall from the responses we have received, it seems that children are happy with the services and so are their parents. The experience of service has been generally good. Information given seems to be sufficient. However there are some areas which could be improved to better the service for young people and children. Therefore points below need to be considered:
· Information needs to be tailored around the young audience. As one young person suggested an alternative way of educating the under 16s on diabetes and their lifestyle may be a successful method in self management in later years. One young person suggested a DVD about diabetes rather than a leaflet. 
· Overall respondents had their annual health checks. However it should be highlighted that 38% have never had their weight checked. Diabetes services for children need to ensure that all checks are carried out. If patients are not checked, complications will be difficult to prevent, therefore it’s important that all children have the relevant checks needed.
· There also needs to be a programme in place as the child gets older to enable them to come to terms with responsibility they need to take, in regards to their lifestyle. Consideration needs to be given to having educational peer sessions which look at lifestyle and the steps young people can take to help them self manage their condition. 
81% of respondents were seen by a dietician. 43% saw an Optometrist. 29% of respondents were seen by the GP. 21% was seen by the Diabetes Specialist Nurse and 24% percent were seen by other professionals.


Please note that some respondents ticked more then one option. The percentages are calculated to show the percentage from the 21 respondents





62% of Respondents have their retinas checked once a year and 8% have never been checked.





Out of the 21 respondents 95% received information about diabetes, 86% received information on diabetes medication.  86% were given information on how to manage diabetes. 76% of respondents were given information on how to live with diabetes. Furthermore, 86% respondents received information on dietary and 71% of respondents were given information on the long term health impacts of diabetes


Please note that some respondents ticked more then one option. The percentages are calculated to show the percentage from the 21 respondents.





52% of respondents have had their weight and height checked once a year. 10% of respondents are checked more then once a year and 38% have never been checked.





100% of respondents manage their diabetes via Insulin. 29% of respondents manage their diabetes through physical activity. 14% of respondents said their diabetes is managed through medication and 33% of respondents have a controlled diet to manage their diabetes.




































































38% of respondents had blood ad urine tests to check kidneys once a year, 14% more then once a year and 48% of respondents have never been checked.





5 respondents said that their GP was either helpful or very helpful, 4 said there GP was of no help and 5 said their GP was little help. 








Overall respondents found that the information was helpful. 24% respondents said it was helpful and 76% said it was very helpful. However 10 respondents commented on the fact that information needs to be more child friendly. One respondent commented that the information was more for parents then themselves as young people. 





38% respondents received information about diabetes from the diabetic nurse at either King George or Queens hospital. 43% of respondents said they received information from the specialist diabetic doctor which they were seen by either at Queens or King George Hospital. 9.5% respondents received/ obtained information from internet and a further 9.5% of respondents were given the information from the children’s outpatients at either Queens or King George’s hospital.





The information in the table below states that 86% of respondents have health checks once a year. 14% have had their blood test more than once a year. 








The table states 33% of respondents are checked once a year in regards to foot care.  57% have never been checked and 10% were not aware that they should be checked.





The results reflect that 66% of respondents fully understood what diabetes is, 5% did not understand what diabetes is at all, 24% are not clear on a few areas and 5% do not understand what diabetes is and would like to know.








The results show that 14% of respondents were diagnosed with diabetes in the last year, 10% in the last two years, 6% between 2 and 3 years and 70% of respondents were diagnosed more than 3 years ago. 
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