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My type 1 diabetes (T1D) journey started 42 years ago 
in 1980 when I was 13 years old. My vague recollec-

tions before my diagnosis were racing to a toilet at the 
end of a school lesson, using my Dad’s pint glass for 
drinking water as the others were too small, and most 
embarrassingly urinating at the Girl Guides pow-wow at 
the end of the meeting! 

Diagnosis
The day of my diagnosis at lunchtime, I remember my 
Mam giving me a pie, cake, Coca-Cola, and barley sugar 
sweets before going to hospital. At that time I didn’t really 
understand why, but I quickly found out when I was given 
my small weighing scales and British Diabetic Association 
(BDA) carbohydrate traffic light book, where a lot of nice 
food and snacks were in the red section and off-limits. I 
was admitted to hospital for two weeks, I didn’t have a dia-
betes specialist nurse (DSN) and my consultant taught me 
everything. I practised to inject an orange (which felt noth-
ing like human skin), then sat on an upside down bucket 
in the treatment room to do my first injection with around 
10 staff members watching. My whole body was sweating 
with nerves as the needle seemed so long and thick. I had 
lost weight and was only around 4 stones (25kg), so I didn’t 
have much fat on my thigh to inject into! Thankfully I 
passed the injection test to go home. I have vivid memories 
of this – urinating into a margarine tub and using test-
tubes with Clinitest tablets, and Mam worrying when I was 
orange (++++glucose). Ketones were checked twice a day 
using a tablet and two drops of urine, but they were boring 
as the colour always stayed a cream colour (fortunately).

Important milestone
I wasn’t aware at the time, but the care, compassion and 
impact of the health care professionals (HCPs) were 
huge – 41 years later my Mam, Dad and Sister, Louise, are 
still forever grateful to my consultant. 

School
I didn’t enjoy school after diagnosis. I had to eat all of the 
time – each break-time, plus before and after P.E. It 
didn’t help when my maths teacher thought it appropri-
ate to throw a chalk duster at me when I was eating my 
mid-morning 20g carb snack (two digestive biscuits) in 
his lesson when it did not finish on time – nowadays,  
paediatric DSNs (PDSNs) would have educated him! 
From the point of diagnosis everything I did had a time 
(testing, injecting and eating) from which I didn’t stray 
away – apart from frequently visiting my Gran who would 
cheer me up by giving me apple pie and other sweet 
goodies. My poor Sister, Louise, was a spy (although I 

didn’t realise), and I must have caused my family so much 
stress in the food department– it must be so difficult for 
parents and siblings. I didn’t tell anyone about my diabe-
tes apart from my best friends as I was very embarrassed, 
and another upset was delayed puberty until I was 16 
years old. These both made me feel different from my 
friends as I so wanted to be the same as them. 

Important milestone 
Looking back, body image was so important. I could easily 
hide my diabetes as nothing was on show. I’m not sure how 
I would have coped now having a flash glucose monitor 
(FGM) or continuous glucose monitor (CGM) and an 
insulin pump attached to me. Saying that, it does ‘open 
up’ diabetes to the general public, and I do feel compas-
sion when I see a diabetes companion wearing a Libre!

Attending clinic
At diagnosis we were taught how to sterilise my glass 
syringe with a separate needle (to use for six months) in 
boiling water. In the waiting room, one parent told my 
Mam to sharpen the needle on a pumice stone when it 
became blunt! One of the first ‘developments’ I remem-
ber were plastic BD insulin syringes which were not avail-
able on prescription, but Mam got a part-time job to pay 
for my all-in-one needle and syringe which had a shorter 
12.5mm needle – I used one a day then snapped the 
plunger so they couldn’t be used again. Later, when 8mm 
pen needles arrived they made injections practically pain-
free and I loved them, but strangely I couldn’t get to grips 
with the 4mm as they seemed far too short! Changing 
from an insulin syringe to an insulin pen didn’t bother 
me as it was the needle length that was the painful prob-
lem. At the time of changing I also had to move from 
free-mixing Actrapid and Insulatard taken twice daily, to 
a basal bolus regimen of four injections a day, so I think 
using an insulin pen was the bribe to get me to change! 
 BM sticks appeared when I was around 16 years old for 
blood glucose (BG) monitoring. I didn’t have the compati-
ble Reflolux meter due to the cost, so it was a visual test. I 
remember cutting the BM stick into two to save NHS money 
then stick in a diary for my doctor to check. I used this BG 
system until I moved to Edinburgh in 1992 where I was 
given an amazing ExacTech meter made by Medisense. The 
gadget was fabulous but unfortunately I still had to prick my 
finger up to 10 times a day, and this didn’t changed until I 
went onto continuous glucose monitoring in 2020.

Important milestone 
When I was around 17, I realised at clinic much was  
based on my current BG, so I always checked it about an 
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hour before attending and gave myself a correction  
dose of Actrapid if needed. I realised this was a common 
trick which I discovered later when I worked in a  
diabetes clinic.1

Alcohol
I did have a few scary mishaps with alcohol and hypogly-
caemia when I was 18–23 years old which involved break-
ing my nose, kicking over the kitchen table, falling out of 
bed, and blackening my eye; Louise saved me a few times. 
However, the most noteworthy episode was waking up 
chewing my tongue, realising I shouldn’t be, then  
thinking I’d had a stroke, having to make myself fall out 
of bed, and shuffle myself to the fridge to give myself 
glucagon. I did learn through trial and error, which on 
reflection is something many patients describe. I had a 
brief chat to a DSN when I was around 20 years old which 
was too late; now I’m aware that some young people are 
drinking from a much earlier age2 and advice from a 
PDSN would be invaluable. 

Important milestone
As a DSN I was saddened by seeing patients having similar 
problems, 35 years later, as most patient advice hadn’t 
changed since BDA information published in 1987. This 
led me to look at the effects of alcohol and T1D3 and 
develop realistic patient advice.4,5

DSN job
Since my admission to hospital in 1980 I was intrigued by 
hospital life and when I was 17 years old I wrote to many 
UK hospitals to become a student nurse. A few replied to 
say that my T1D prohibited this, as was the case in my 
local hospital. I was devastated but my consultant stepped 
in and, I’m not sure how, got me a place to start in 1985. 
When I was a third year student nurse I remember caring 
for a newly-diagnosed man with T1D and helping with his 
education, and this embedded my diabetes nursing ambi-
tion. My parents were over the moon at this, although 
being a DSN at the Western General Hospital (WGH) in 
Edinburgh had advantages and disadvantages. 
 Brittle diabetes was something I remember being dis-
cussed at a team meeting years ago, and although I have 
never had an episode of diabetic ketoacidosis (DKA), I 
could associate these ‘difficult’ patients with myself – 
apart from the non-adherence characteristic as I’d be too 
nervous. My job made me even more aware of long-term 
complications, which I tried to dissociate from myself, but 
thoughts have always lingered in my head, and I still have 
re-occurring dreams of having a hole straight through my 
big toe. 
 I can remember the Diabetes Control and 
Complications Trial was a landmark study,6 but added to 
my anxiety about striving for a low HbA1c. I recollect 
being elated when I achieved an HbA1c of 7.2%  
(55mmol/mol), but this was at the expense of having at 
least two mild hypos a day. This made me realise the 

importance of checking BG diaries alongside HbA1c 
results. I was embarrassed in front of colleagues if high or 
low and I did hide these. I felt being a DSN I must achieve 
perfect glycaemic control, but this was easier said than 
done, and at times I did feel a failure. 
 I perfected putting on a happy act at times, and look-
ing back I did have periods of depression, but ignored 
the results when I did stress/anxiety/depression ques-
tionnaires. I was determined to get over my sadness, but 
it did get too much and I did seek help from my GP 
around 10 years ago.

Important milestone
When the Hospital Anxiety and Depression Scale (HADS) 
was implemented into the Western General Hospital 
clinic and we had psychology input for one session a 
week, which helped my patients immensely. I must admit 
over the years, I’d rather have had cancer and the out-
come of recovery or death, than having T1D for life, 
although my thoughts have changed recently with 
life-changing technology. 

Nurse-led clinics
My main advantage of being a DSN was staying updated 
with gadgets and insulins. I tried them all and it felt like 
Christmas when our pharmaceutical representatives 
brought in something new. It did strike me that people 
with well-controlled glycaemia often had old-fashioned 
equipment because they didn’t need a referral to see a 
DSN. This was one of the reasons for working with my 
DSN colleagues to implement a nurse-led clinic7 to 
ensure they had equal opportunities to be proactively 
offered the new equipment as this could help improve 
their quality and outcomes.8
 
Important milestone
I became increasingly aware of the impact a DSN could 
have on a person’s life, and although DSNs weren’t 
around when I was a teenager, over the last 20 years my 
DSN colleague and friend, Liz, became someone who I 
thank dearly for being my support mechanism. It can be 
difficult looking after your own diabetes, and I have seen 
this with other HCPs who have diabetes. Having someone 
non-judgemental, with empathy, and knowledge to look 
over my BG diary, Libre, and now my CGM data, can feel 
like a weight has been lifted from my shoulders. And 
that’s how patients must feel. 
 Despite being a DSN, there were times when I needed 
help out-with my diabetes team, and I understand how 
patients and parents will use the internet. I was lucky as 
our pharmaceutical reps were a fundamental part of our 
diabetes team, and also where insulin pumps and tech-
nology were concerned really kept me on track. My 
time-honoured rep, Heather, made me feel safe and 
cared for with her expertise, knowledge and passion for 
pumps and technology, and helped greatly with my 
understanding and confidence. 
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 My diabetes was challenging throughout my life and I 
had erratic glucose control until recently. I lived the life I 
wanted to live but didn’t have the ‘tools’ to manage exer-
cise, different foods, nights out, menstrual cycle, travel, 
busy or quiet days, and stress (which caused havoc with 
my BG levels). I was pleased when the Scottish 
Intercollegiate Guidelines Network (SIGN 116) included 
lifestyle and psychosocial recommendations which were 
key to the diabetes content,9 and now a corner-stone in 
patient education.10

Travel
I’ve always found preparing for travel a daunting experi-
ence and having diabetes was a hassle both before and 
during holidays. Again much was trial and error, and 
detective work was often needed. During a trip to Bolivia 
my glucose levels were high despite taking more than half 
my usual amount of insulin, plus I was walking much 
more than usual. After fiddling with my insulin pens, I 
realised with the high altitude I was somehow getting air 
in my insulin pen cartridge! Small tips and patient stories 
can make a big difference to stress-free trips!11

Tattoos and body piercing
When I was a teenager I would draw a tattoo on my arm 
with an eyeliner, so after my 18th birthday I had a real 
one. I was unaware of delayed wound healing and 
increased infection risk with having T1D, and luckily 
followed the post-tattoo rules and I had no problems, 
although looking back they did take a while to heal prop-
erly. I was a DSN at the time of my next one and was 
aware that I had never been asked if I had any medical 
conditions. This made me think of what could happen in 
relation to diabetes and I did a survey around all tattoo 
and piecing shops in Edinburgh which showed a great 
lack of awareness. Around the same time, two of my 
patients arrived in A/E in DKA (on separate occasions) 
following tongue piercings – both patients had stopped 
eating and administering fast-acting insulin, then devel-
oped pierced site infections. This spurred me on to send 
an article12 and self-care leaflets around the shops to 
increase awareness. 

Important milestone
It’s a legal requirement for tattooists/body piercers to ask 
clients if they have diabetes. I do wonder how many 
patients over the years have been asked this and had 
delayed healing and infections, especially if they had tat-
toos done abroad on holiday where this may not have 
been a requirement. 

Exercise
My difficulties over the years with exercising has been a 
constant challenge which fatigued me. The juggle of 
insulin, food and extreme high and low BG levels was a 
never-ending, frustrating battle. When I was younger I 
was slightly overweight, and it was annoying having to eat 

extra food before exercising and then treat hypogly-
caemia after exercising when I was wanting to lose 
weight! I found long-acting analogue insulins to be a 
game-changer, and I lost half a stone after starting as I 
exercised in the afternoon and had hypos then or during 
the night – being caused by my intermediate-acting twice-
daily insulin. Unfortunately, I changed my timing to early 
evening and things went downhill. I learned how many 
gulps of Lucozade energy drink to take depending on my 
current glucose, but I always had a hypo during the  
night around 0200 hrs despite adjusting insulin and food. 
My patients had similar problems, and together we 
worked out self-care strategies within an algorithm to 
overcome problems with high and low glucose levels. 
This led to some research to assess the effectiveness of  
the algorithm.13–15

 
Important milestone
I realised how often people had exercise-related prob-
lems similar to mine, and it’s not surprising that one of 
the major barriers to exercise is having diabetes.16 The 
need to look at insulin actions, intensity, type and dura-
tion is complex and difficult, and after considering 
pathophysiology I’m surprised that a person with T1D 
can actually achieve a normal BG level! I also discovered 
that patients enjoyed helping and contributing to 
research which became a positive experience for both. 

Music festivals
Festivals and gigs have been a prominent part of my life, 
but have again caused mayhem with my BG, usually caus-
ing hypoglycaemia. My first two-day festival was in the 
pouring rain resulting in trudging through mud, plus 
drinking some alcohol and dancing, and it shouldn’t 
have been surprising that I went through six packets of 
glucose tablets and around a half less insulin. I discov-
ered blood testing and injecting were best with my 
friends standing around me, as I was aware of prying eyes 
and misconceptions of drug use (which is prevalent at 
festivals17). A few years later I met a young person with 
T1D whose parents wouldn’t let him go to a festival due 
to diabetes, and Liz had a similar experience. Older and 
experienced patients with T1D were very keen to help 
develop a ‘festival survival guide’, which I must admit 
gave me some tips plus gave reassurance to others.18  
It’s good to learn from each other as clinical guidelines 
are based on research findings, and don’t always  
consider real life.

Important milestone
It’s amazing how many fun activities can become dan-
gerous environments for people with T1D! The high 
risk of high and low BG levels due to increased energy 
consumption through walking between stages (weather- 
dependant), plus the effects of alcohol (the type and 
amount), dancing, excitement (causing highs or lows), 
all need some thought and preparation. 
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Going onto an insulin pump
It took me around three years to decide I should go onto 
an insulin pump and after years of saying I could manage, 
I felt like I was admitting defeat. I was very embarrassed 
that I couldn’t manage on a basal bolus regimen, and my 
dawn phenomenon was beyond control. I was with Liz at 
a conference and decided to ask her opinion on 
everything I did with my diabetes – my BG levels, carb 
counting, insulin dose adjusting, my injection sites, hypo 
treatment – and she couldn’t explain why my glucose 
levels were awful. This had an immense positive impact 
on my thoughts about being a failure. A few months later 
after an evening swim and waking at 0300 hrs hypo and 
after a good cry, I decided to try an insulin pump.
 After starting my insulin pump with Liz and Heather, 
within 24 hours I knew I would never go back to insulin 
injections despite my glucose being 15–20mmol/L over-
night (with no ketones). After three months I felt like a 
different person and much of my day-to-day worries and 
debates in my head around glucose management have 
disappeared. My family all noticed a difference with my 
mood and I felt more upbeat. 

Important milestone
I have been blasé about the impact of the DSN/patient 
relationship regarding patient support, education and 
decision making. But after experiencing my pump start 
from a patient perspective I was taken aback with the 
importance of my DSN and pharmaceutical rep. 

The future
I’ve always viewed my HbA1c as an anxiety-provoking 
exam, and the introduction of FGM and Time in Range 
has been one of my life-changing tools. Unluckily, a few 
years ago I developed some hypo unawareness which 
was scary, and I considered renting out a room in my flat 
to pay for CGM. Luckily I fitted our NHS criteria for 
CGM funding which has transformed my life. For the 
first time ever, my hybrid closed loop allows me to have 
normal and stable glucose levels overnight, something I 
had not experienced for 40 years – I’ve used it for 
around a year now, and each morning I still can’t believe 
it! I am thrilled that my experiences are similar to others 
and new national recommendations will support more 
people having this life-changing treatment.19 The only 
issue I have is I still find it difficult to administer my 
insulin 10–20 minutes before eating, and I wish I could 
practise what I preach.
 It’s strange thinking how I’ve gone from boiling 
syringes and urine testing, to a hybrid closed loop. I’m 
content now, accept highs and lows, and don’t feel I can 
do any more to prevent complications, and fortunately I 
only have a few changes to my retina. I sometimes wonder 
what my life may have been like without diabetes, but I 
know that it has never stopped me from doing anything.
A patient once told me that he thinks about his T1D at 
least every hour of each waking hour, which was also true 

for me. However, since being on a hybrid closed loop this 
has lessened my thinking to around once an hour. It’s an 
exciting thought as to what fully closed loop technology 
will bring…!
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