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Themes  
 

 My type 1 diabetes story 

o Journey to Empowerment 

o How clinicians can best support  

 Emotional aspects of living with diabetes  

 Language Matters  

 Observations, reflections and things to consider  

 Questions / discussion 
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Diagnosis & early years 

 1965: 3 weeks in hospital 

 “You’ll never be able to eat parkin or treacle toffee” – 

planted life long problem with food  

 Little dread or fear – just got on with it!  

 Totally self managed (13 yrs old)  

 Carb counting and weighing food   
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1960s              2018  
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Reflections 

• Frightening threats of complications   vs   ‘the only 
thing you may not do is become an astronaut’  

• Language Matters: we are going to manage this 
together in partnership   

• Clinical and emotional support are key at and after  
diagnosis  

• Education, empowerment & ownership: a family 
affair, for young, old, all types 

• Structured learning = part of the treatment, not 
an add on!  
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Diabetes UK Information Prescriptions 

Dr Kevin Fernando, GP  “Hands down, the most useful 
patient resource encountered in my diabetes career to 
date”  

On Emis Web, Vision & SystmOne :   

Blood Pressure  Keeping kidneys healthy 

Cholesterol   Kidney disease  

Contraception & pregnancy   Mood 

HbA1c    Feet (low risk) 

Feet (moderate/high risk)  
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NHSE’s Language Matters 
“So much language used implies blame just for having 

diabetes, causing guilt & shame. I just want to run away” 

“I was told to use the sides of my fingers for blood tests, to 

preserve my finger tips for reading braille...”   

“My child has type 1 and is not ‘a diabetic’; would you 

introduce another child as ‘a myopic’? I doubt it!” 

“Being described as ‘non compliant’ is awful and does not 

reflect that I’m doing my best right now. It’s impossible to 

give diabetes top priority 24/7 – life gets in the way 

sometimes!”  

“I’m not a sufferer – I’m a person living well with diabetes!” 
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Depression with diabetes 
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My teens and twenties  

 Annual hospital visit to adult clinic, went off rails…   

 Chaotic management and stopped attending clinic  

 Rarely saw a GP   

 Used food to manage emotions: food struggles + 
diabetes = ‘double trouble’ *   

 Neuropathy and Retinopathy 

 Weight fluctuations/struggles lasted 40 yrs    

 

 

* Estimated that 40% of type 1s have an eating disorder (Prof Janet 

Treasure)  10 
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Reflections 
• Supported transition to adult services KEY  

 

 

 

• On-going training/education necessary to stay motivated 

and well (annually)   

• Ask ‘How are you?’ not ‘How are your numbers?’  

• Some have little appreciation of psychological support 

needed to ensure wellbeing and a healthy self-care attitude. 

•    
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Education & peer support 
 Rarely spoke with others for 40yrs pre DAFNE* 

 Diabetes UK’s BALANCE magazine: my only info 

 Began meeting others - transformative  

 Discovered Diabetes Online Community: #DOC 
#GBDOC  

 Now attend huge number of social events and formal 
conferences  

 With peer support, embrace diabetes!  

 

*DAFNE : Dose Adjustment For Normal Eating    
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  Reflections 

• Clinicians rarely put people together – WHY not?  

• Youngsters get ‘burn out’, need support & motivation   

• Ageing populations (inc clinicians!) get left behind, lose 

motivation, memory issues   

• NHS budget time bomb if we don’t educate & empower 

patients to self manage adequately    
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The #DOC   

 Research participation spurred online search for info 

 Dozens of diabetes Facebook groups, every topic covered    

 My personal ‘education tsunami’  

 Attended talks, meetings, Tweetchats    

 Diabetes blogs   

 Self regulating, clinicians also take part e.g. “TAD”  

 Humour: promotes wellbeing & diffuses stress  

   
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Interactions motivated me… 
 Membership of London Diabetes Strategic Clinical Network 

 NHS & CCG procurement & advice  

 Co-Chair NW London Expert Advisory Grp for diabetes and mental health  

 Government’s Diabetes All Party Parliamentary Group & Diabetes ‘Think Tank’ 
member   

 Diabetes UK ‘Service Champion’ & Clinical Studies Group  

 Started new Type 1 support group, a London Diabetes Walking Group & 
persuaded Diabetes UK to host Medalists’ Facebook Group  

 Active patient advocate  

 Trustee of INPUT (Diabetes tech, now merged with JDRF) 

 Research participation & PPI Research Reference Groups  

 Training clinicians  

and… LOOK AFTER MY OWN DIABETES WELL    
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Diabetes UK Clinical 

Studies Groups 

Identifying research priorities and 

moving care forward 

Tell Diabetes UK what you think  

or get involved   

CSGS@diabetes.org.uk   
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Diabetes technology  
Continuous Glucose Monitors; Flash Glucose Monitors  
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Diabetes technology  

 Continuous Glucose Monitor (CGM) & Flash monitors  

 HbA1c masks massive glycaemic excursions; time in 

range now a preferred measurement  

 GP out of depth, hospital had little experience 

 Discovered INPUT, inspired and developed skills 

 Pump benefits realised: began 2014  

 Best HbA1c EVER!     

My diabetes is managed - 

it cannot be ‘controlled’!   
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Reflections 

 Judgement by numbers not helpful  

 Factors that affect BGs: 

o Timing: eating, injecting, other meds  

o Glycaemic Index (GI) & ‘food mix’ 

o Weather 

o Illness or infections  

o Alcohol  

o Emotions, stress 

o Exercise – before and after (c. 24hr effect)  

o Hormones: dawn phenomenon, menstruation, pregnancy, 

menopause  

REALLY, REALLY HARD managing blood sugar!  
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“Please note the calm exterior”  



Diabetes & stigma  
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Causes guilt,  is hurtful,  misunderstands genetic components of diabetes.  

Ultimately affects patients’ self-care  

so could be a cost to NHS…  



Diabetes & stigma   
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Clinician & Patient support  
 Diabetes UK    diabetes.org.uk  (blue, not red logo!) 

Support for Professionals, all patients with diabetes and 

those at risk, research, campaigning 

 JDRF    jdrf.org.uk  

Research, campaigning and support (only for Type 1) now 

merged with INPUT, diabetes technology advocacy and 

support    inputdiabetes.org.uk   

 Know Diabetes    knowdiabetes.org.uk  

NW London NHS Diabetes Transformation Programme 

online information, videos and education hub    
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Diabetes is only a word  
Please don’t make it a 

sentence!  
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               Lis Warren            @liswarren  


