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2.2 Exploring the design space in T1DM 

3. EXPLORING EDUCATION IN T1DM  

3.1 Methodology 
Table 1. Participants who have experience with type 1 diabetes 

3.2 Diabetes education at hospital and home  
3.2.1 Parents and children education at hospital 

We were told actually from day one that she used to do this and 
after that she shouldn`t depend on in home. But we were told in 
the (name of the hospital) that from day one make sure that she 
takes her checks for herself and inject herself. So she was taught 
all that and we were shown the way how to do it, but we were 
strictly told that she had to do it herself from day one

they showed her what to do on the first day

we were injecting the 
teddy she compared her to the doll and went through 
the areas and why she needed it a rubber cushion 
and they injected that

they didn't really explain it to our 
daughter, they more explain it to us

she 
probably went through all the emotions fear everything else

hated anything got to do 
with medicine or needles or anything like that She 
had a massive needle phobia, so it wasn’t a great time to get your 
child with the needle phobia so it was quite difficult at the start 
trying to teach her that.

He hasn't asked yet 
, we have started to try to explain it to him. He doesn't 

obviously like getting his set changed ,
because the needle hurts him. So I try and tell him “This will stop 
you are feeling sick, this needle will make you feel better.”

They explained it like you have just started school. 
They were brilliant; they will show you everything and telling you 
word by word what to do. Every time she was doing an injection,
somebody has to show her. You can say to them "What I am 
supposed to be look in at?" And they will tell you. The nurses will 
tell you, then the diabetes team will come up every day to see you 
and train you for all the different things. I think that's why they 
kept her in for so long, because they wouldn't let me and let her to 
go home until I was trained.

I know it is easy now looking back 



but I think at the time it was very overwhelming… There is just so 
much, you are trying to take in about the insulin and 
carbohydrates. In exchanges nurses says how many carbs this is 
worth, how many carbs that is worth. That was all new to me, I 
remember turning to my husband and saying “I can't imagine 
somebody who knew nothing about diabetes doing this". He was 
in, he knew nothing about diabetes and then he was relaying a lot 
on me. That was really hard, I do everything good for the kids, 
they something like that just to explain look what happens. I think 
that at the start, there are just so much, it is so overwhelming

was very much the mechanical use of the needles and 
taking measurements they didn't really talk to us about food 
or how it impacts

lack of information 
at the very start which was kind of where you are left

as poor
on how to deal with different scenarios, you're left at 

home to your own devices and when a scenario comes up you 
have to come back or call in
3.2.1 Parents and children at home 

We were so sacred. He didn't get a low in 
the hospital and they were kind hoping he would. He actually got 
sick a week after we got home. He caught a flu and was very low 
and we couldn't get him up. He didn't want to eat anything. I was 
trying everything to try keep him up but it was a scary time

After a 
week we were sent home and it was kind of difficult thing because 
normally when you leave hospital you are fixed, so we had to 
change our habits. We had to take records, make our own 
observations and make decisions based on those observations. 
Although we were given a bit of knowledge it was not enough…

It's like bringing home a new child, you’ve to watch the 
diet, write down everything the child has been eating. The times 
you took the injections, what you took, what were their bloods 
two hours after. So you're constantly pricking her finger,
constantly monitoring, reading labels on food

is only medical
the human side of it, you don't really know till you 

come home and then there isn't really anyone to turn to
we 

were never told about the carbs, well we were told that it's really 
only carbohydrates on the back on the wrapper that you need to 
look at. The Carb counting is only something new to us really 
because we're looking for the pump the different slow 
acting carbs, there is absolutely no education around that

six months guessing not knowing how to really count 
carbohydrates, how to do anything loads of people 
will be waiting to get on pumps and they'll be asked: Can you 
carb count? And there's nowhere for them to learn

It
was just one puppet had C for carbs and one puppet had I for 
insulin. So they were on a little seesaw…and I said "What 
happens when you eat? and she goes Your carbs go up so she 

knows what happens when she eats What do you need to make 
your carbs not go up? and she goes The insulin", so when you 
give the insulin, you see the seesaw balance.

"…tell mummy how you feel?" and she 
said "I am really, really hungry". "This is a hypo, you need to 
remember it I told her that when she has high that is why 
she feels thirsty.

But I used to say to her, “Now you need to look after 
yourself”. And when I'd be putting on my night cream I'd say 
“see, mommy's looking after her skin.” So when I'm older, I'll 
look better than those who didn't bother looking after their skin. 
So if you look after your Diabetes, you won't incur problems later 
down the line that people might if their careless now.

They only provided us 
with those set of books for Pete the pancreas

deep medical detail as well 
around not only the insulin, the doses, carbohydrate counting, the 
biology and everything else I want to see clear and 
accurate explanations of the disease but only up to a certain age 
and appropriate level. I don't want to see talk about amputations 
and stuff like that…I want to see role models...I want to see, what 
we say to care givers

Pete (the book) doesn't work anymore

carefree days to a certain extent No day is ever 
the same though, no matter how hard you try, and it's one of the 
most disheartening things, because you're trying your best and 
it's a 24 hour job Things change every day

3.2.2 The Child’s Emotional State

She struggled I think a lot with the diagnose, she hates 
it…she hates everything about diabetes… I don't think that in her 
heart she has fully accepted it…Every day with tears she'd say “I 
hate diabetes, I hate my life. Why did God give it to me?

would be more or less in a certain amount of denial about it, 
in that she doesn’t like to talk about it I wish I didn't 
have this, you know that don't you? I wish I never got Diabetes

she still has days with "I hate this" there was a 
lot of “why me?”, “Why did I get this?”, “I don’t want this.
He goes and he lies on his bed and cries till he comes out of it

she had trouble accepting this, yeah…You could see she 
was devastated



4. DISCUSSION  

5. RESEARCH LIMITATIONS 

makes them different

6. CONCLUSION 

7. ACKNOWLEDGMENTS 

8. REFERENCES

The Human-Computer 
Interaction Consortium (HCIC 2006)

Caring for diabetes in children 
and adolescents

Proceedings of the 
ninth conference on Participatory design: Expanding boundaries in 
design-Volume 1

Irishhealth

Journal of Medical Internet Research

Behaviour and Information Technology

DIABETES CARE,

HUMAN–COMPUTER INTERACTION

The Lancet.

Journal 
of Pediatric Health Care

Health Expectations

Springer
Educating Your Patient 

with Diabetes

J R Coll Physicians Edinb

Computers Informatics Nursing 26

In Proceedings of the 18th Australia conference on 
Computer-Human Interaction: Design: Activities, Artefacts and 
Environments


