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Hello
In this edition of  
the Diabetes Voices 
newsletter:

• Our campaign successes with 
the Disability Living Allowance 
and the DVLA.

• How Diabetes Voices have 
been supporting the APPG for 
Diabetes with its investigation 
into variation in diabetes care.

• The latest updates on      
Putting Feet First and Taking 
Control Campaigns.

• 60 seconds with... Rosie 
Featherstone from Leicestershire.

Keep up to date

For up-to-date information about 
current opportunities to get 
involved, check the Take Action 
notice board at www.diabetes.
org.uk/get_involved/
campaigning/diabetes-
voices/take-action

Get in touch

The Diabetes Voices team  
is here to help you.

Email diabetesvoices@
diabetes.org.uk or call  
0345 123 2399* and ask to 
speak to one of the team.

We are always keen to find  
out what’s happening  
where you live, so please  
keep in touch.

The Diabetes Voices team
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DIABETES VOICES
Disability Living Allowance 
changes for children         
with diabetes

*Calls may be monitored for quality and training purposes.

Following our recent campaign, the Government is making changes to the 
medical guidance on Disability Living Allowance (DLA), making it easier for 
children with Type 1 diabetes to meet assessment criteria, should their 
parents choose to claim. 
Around three years ago we had a high number of calls from parents of 
children with Type 1 diabetes who were experiencing problems in claiming 
DLA awards. We felt that the content of the medical guidance for DLA 
decision makers, as it stood, was misleading and called for it to                 
be reviewed.
We worked with both the Department of Work and Pensions and Families 
with Diabetes National Network, engaging families through social media to 
get their local MPs to raise the issue with Mark Harper, the (then) Minister of 
State for Disabled People. We achieved our goal after meeting with the 
Department of Work and Pensions in April 2015, after which they agreed 
that the guidance needed to be updated.



www.diabetes.org.uk/diabetesvoices

2

New, fairer rules on 
driving with diabetes

Diabetes Voices contributed to another great campaign 
success recently, as the EU and the Driving Vehicle 
Licence Agency (DVLA) agreed to make the rules 
around driving with diabetes fairer. Under new 
regulations, which come into force in January 2018, 
drivers will no longer be at risk of losing their licence 
due to severe hypos which happen while they            
are asleep. 

For years Diabetes Voices have argued that it is unfair 
to penalise people living with diabetes for hypos that 
occur when they would not be driving anyway. 

Diabetes Voice Charlotte Massey 
“The DVLA’s decision is very welcome. I think it is a 
much fairer ruling and makes sense. You can’t 
underestimate the pressure the old rules put on 
diabetics and their carers.”

The new regulations are due to come into force on       
1 January 2018, but Diabetes UK is asking the 
Government to introduce them as soon as possible. 
We will keep you up to date with any new 
developments, but in the meantime you can find the    
full details on the change in regulations by going to 
www.diabetes.org.uk/About_us/News/-EU-
changes-night-time-hypos-driving-rules-for-
people-with-diabetes

Have you been 
getting our emails?   
If not, you’re      
missing out!

We want to make sure you’re up to date with all the 
latest news, updates, and opportunities available to 
you as a Diabetes Voice. We don’t have an email 
address on our records for some of you, so if you have 
an email address but don’t receive our emails, please 
get in touch at diabetesvoices@diabetes.org.uk. 
We can then send you the latest details about how to 
get involved in our campaigns.  

Update on         
recent Diabetes 
Voices activity
Resources for people in Patient           
Participation Groups

We’re currently developing new materials to support 
those of you who are involved with your Patient 
Participation Group (PPG) at your local surgery.  
Thanks to those who have provided really helpful 
feedback on these. Are you a member of a PPG?  
Email us at diabetesvoices@diabetes.org.uk and 
we’ll be happy to send you the materials when they’re 
ready. If you are not part of a PPG but would like to get 
involved, please email us and we will send you       
more information.

Diabetes Voice Helen Nicolds had her licence reinstated after 
challenging the DVLA’s position



www.diabetes.org.uk/diabetesvoices

3

Kidney check survey

Annual kidney checks are one of the 15 Healthcare 
Essentials. They can help spot problems early and 
prevent complications such as kidney failure. We are 
concerned to hear that some people are having to pay 
for a urine test pot, which means some people may be 
missing the vital test. Diabetes Voices have been 
sharing their experience of routine kidney checks to 
give us a more detailed understanding of the problem 
and help us plan what action to take.

Personal Health Records

The Royal College of Physicians is investigating how 
Personal Health Records (PHR) could be used in the 
NHS. As part of the project, Diabetes Voices in London 
have been sharing their views on PHRs from the 
perspective of people with diabetes. Ultimately, PHRs 
will be used more widely throughout the NHS to allow 
patients to see electronic health records held by their 
doctor, as well as helping them book appointments, 
monitor test results and keep a diary of goals, 
achievements and symptoms.

Test strips

Last month over a thousand people took part in a 
survey asking Diabetes Voices for their experience of 
getting blood testing equipment.

The huge response demonstrates that this is an issue 
that people living with diabetes really care about, often 
due to direct experience. When the survey was 
discussed on the Diabetes UK Online Forum, one user 
stated that:

“I’ve had nothing but trouble getting test strips since I 
was diagnosed. I think it all depends on where you are 
and what surgery you’re with.”

We launched the survey following reports that access 
to vital testing equipment often varied depending on 
where people lived. The information Diabetes Voices 
provided will be a real help as we look at how we can 
make sure everyone gets the equipment they need to 
stay healthy.

Taking Control 
campaign update

Diabetes Voices sent over 800 letters to politicians and 
healthcare officials across the UK earlier this year, 
calling for fair access to diabetes education courses. 
Now we are starting to see decision makers recognise 
how important diabetes education really is.

From July 2016 a new NHS Assessment Framework 
for Clinical Commissioning Groups will come into place, 
requiring improvements to be made in key areas such 
as diabetes. The framework explicitly prioritises the 
need to provide diabetes education. This will help hold 
areas failing to deliver quality diabetes education         
to account.

Diabetes Voices have also been taking action in their 
local areas. Ann Prescott in Havering met with 
healthcare officials and informed them quality Type 2 
diabetes education was not available in her area. Ann 
and Diabetes UK staff are now working with the 
healthcare authority to ensure everyone gets the 
support they need.

In Manchester, meanwhile, Diabetes Voice Janet 
Kenyon is helping to promote and deliver Type 2 
diabetes education courses to the newly diagnosed. 
She’s also working to set up diabetes education 
courses for those in the community with limited English.

Diabetes Voice Janet Kenyon
“When I was first diagnosed with Type 2 diabetes  
I never had the chance to go on a diabetes 
education course. I just had the basic support from 
my GP; a couple of information sheets. So I realise 
how difficult it is to learn everything you need.”
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Putting Feet First 
campaign update
Report highlights campaign success

The Putting Feet First 
campaign has been 
highlighted in a benefits 
case study report by the 
Health & Social Care 
Information Centre  

(HSCIC). It mentioned 
how our campaign has led 

to an increase in the number of 
multi-disciplinary footcare teams in 

hospitals. It also highlights the success of the 
campaign in increasing the percentage of people with 
diabetes getting their feet examined when admitted to 
hospital from 25.8 per cent to 42.4 per cent.

Thank you for helping us get here. We couldn’t have 
done it without you. Whether you have written to your 
CCG about amputation rates or distributed leaflets in 
your area, your contribution has really helped make the 
campaign a success.

Foot Campaign came to South Warwick

Thanks to all Diabetes Voices for backing the Taking 
Control campaign. You’ve made this progress happen, 
but there’s still much more to do. If you want to keep 
up the momentum, visit the Taking Control campaign 
page to find out how you can help: www.diabetes.
org.uk/taking-control

In January, the Putting Feet First campaign hit the wet 
and windy streets of Warwick. South Warwickshire 
Clinical Commissioning Group performs consistently 
poorly in terms of amputation rates. As part of the 
campaign we displayed 118 shoes outside Warwick 
Town Hall, representing the total number of local 
amputations in the area in the past three years. 

Diabetes Voices Alison Smith, Sandra Cooke and  
Janet Turner attended the Council’s health committee 
meeting to raise the issue with local politicians. They 
also spoke to local radio such as the BBC, and the 
event was covered online and in the local paper. We 
are now working with local MP Jeremy Wright to   
make sure South Warwickshire CCG commit to 
improving footcare.

135 amputations a week highlighted by            
AMP shoe shop

In April 2016 
shoppers got 
more than they 
bargained for 
when they 
visited pop-up 
designer shoe 
store, AMP 
Shoes, just off 
Brick Lane in 
London’s     
East End.

There were 
135 shoes on 
display but not 
a single one 
was on sale. In 

                                                                  fact, every shoe 
                                                                        represented 
one of the 135 diabetes-related amputations taking place 
in England each week.

More than 700 shoppers visited the store, which was 
open for three days, and they were greeted by 
volunteers from Diabetes UK, who acted as shop 
assistants. Roy Johnson from Guildford, who is a 
Diabetes Voice and has had an amputation, attended 
the event to help make people aware that diabetes can 
lead to serious complications if it is not managed well. 

Diabetes Voices Alison Smith, Sandra Cooke and Janet Turner 
campaigning for better footcare in South Warwickshire

Diabetes Voice Roy Johnson at the AMP
shoe shop raising awareness of diabetes 
foot amputation
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All Party 
Parliamentary Group 
for Diabetes update

This year the All Party 
Parliamentary Group for 
Diabetes (APPGD) 
launched its investigation 
into diabetes care to 
improve standards and 
reduce variation. Data 
from the National 
Diabetes Audit shows 
that people living with 

Type 1 diabetes, people of working age and people 
living in certain parts of the country are receiving 
considerably worse routine care than other people with 
diabetes. There is a lottery in diabetes care by post 
code, age and type of diabetes.

Setting the scene: the patient experience

In March 2016 the APPGD held its first meeting of the 
year to look at variation in care from the patient 
perspective. Diabetes Voices Lauren Proctor, Tommy 
Brown and Ruth Waxman attended to share their own 

personal experience and show how care can vary 
across the country.

Tommy Brown, who has Type 2 diabetes, explained 
that there was “a vast difference in diabetes care at 
practices, even within a post code”. Lauren Proctor 
has experienced first-hand of “the good, the bad and 
the ugly of diabetes care”, having moved around the 
country a lot after her diagnosis with Type 1 diabetes 
whilst at university. Lauren told the group that the 
expression ‘post code lottery of care’, “implies a prize, 
however, fundamentally all it means is good care – 
something that all those living with diabetes deserve.”

Access to technology

At the APPGD meeting in May, the group looked at 
variation in access to technology. Diabetes Voices, 
clinicians and healthcare technology advocates 
discussed the need to widen access to technologies 
currently available on the NHS.

Many of the panel speakers and Diabetes Voices 
touched on having issues with access and availability 
to relevant diabetes technology; whether that be a new 
type of medication, new generation insulin, blood 
glucose meters or insulin pumps.

Diabetes Voice Rosemary Featherstone spoke about 
how long it took for her to be offered an insulin pump 
following years of bad glucose control and extreme 
hypos. She has had a long battle to get NHS 
reimbursement for the continuous glucose monitor 
(CGM) that she said “changed her life”. Read more 
about Rosemary’s story on page 8. 

Diabetes Voice Lauren Proctor speaking about the variation in 
care at the APPGD in March
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Wales update
The National Assembly 
for Wales’ elections in 
May 2016 brought 
change to the political 
landscape of Wales, 
with significant changes 
in the number of seats 

held by each political party. Vaughan Gething AM 
replaces Mark Drakeford AM as the new Minister for 
Health, Well-being and Sport and we look forward to 
working with him in the future. 2016 will see Wales’ 
national diabetes plan, Together for Health: A Diabetes    
Delivery Plan, updated and refreshed with the 
continued oversight of the All Wales Diabetes 
Implementation Group.

To celebrate Diabetes Week, we will host our annual 
Diabetes Stakeholder Event on 14 June. The event 
provides Diabetes Voices with the opportunity to 
discuss diabetes services with their Assembly 
Members and, in line with this year’s theme, to set the 
record straight on living with diabetes. There’s due to 
be excellent attendance at the event and we will 
provide an update on it in the coming weeks.

Diabetes UK Cymru welcomes the relaunch of Patient 
Reference Groups in Powys, the inaugural meetings of 
which will be held on 8 and 13 of June in Welshpool 
and Brecon respectively. Diabetes Voices in Powys 
have been fundamental in the reformation of the 
groups and will continue to play a key role in diabetes 
service planning across the health board area.

We continue to have excellent representation of 
patients at NHS meetings in Wales, with this further 
extended by the launch of our regular surveys on 
different aspects of diabetes care. Thank you to all 
Diabetes Voices who completed the first survey on 
dietetic services. We hope to launch the next survey on 
footcare services this summer.

If you have any questions or would like further 
information, please contact Sara Moran at              
sara.moran@diabetes.org.uk

Scotland update
#Stand4diabetes

Many of our Diabetes 
Voices in Scotland 
contributed to our 
survey on diabetes 
care at the beginning 
of this year. From the 
feedback and stories 

you provided, we produced the Bellwether Report (bit.
ly/DiabetesBellwether). We used this report in our 
campaigning ahead of the Scottish Parliament election. 
A number of candidates pledged to #Stand4Diabetes 
and many of the parties included some of our key asks 
in their manifestos. Now the election is over, we need 
to hold the politicians to account on their promises. To 
get involved, go to www.diabetes.org.uk/In_Your_
Area/Scotland/Diabetes-Voices-Scotland

Service Champions

Would you like to have more of a say in your NHS? As 
a Service Champion for Diabetes Scotland, you can 
attend NHS meetings where key decisions are made 
about diabetes care. It does involve committing a bit of 
time, but your contributions will be vitally important. If 
you’d like to know more, contact gavin.thomson@
diabetes.org.uk

Health and social care

In April 2016, health and social care in Scotland were 
formally integrated. At this early stage we haven’t seen 
the full effect of this change, but it will have huge 
consequences for many people living with diabetes. In 
total, 31 local partnerships have been set up across 
Scotland and they will manage almost £8 billion of 
health and social care resources. These partnerships 
should involve people with diabetes, so we’ll be 
working to make sure Diabetes Voices have the 
opportunity to have their say. If you are already involved 
in a partnership, please let us know how it’s progressing.

Taking Control campaign

Our Taking Control campaign in Scotland continues. 
From your great campaigning, many MSPs and Health 
Boards are now working to highlight and improve 
diabetes education across Scotland. Our research 
uncovered that only a tiny proportion of people living 

with diabetes receive diabetes education, so we have a 
long way to go. If you know what diabetes education is 
provided in your area, please let us know by emailing 
gavin.thomson@diabetes.org.uk



www.diabetes.org.uk/diabetesvoices

7

Northern Ireland 
update
Diabetes Strategic Framework consultation

The Northern 
Ireland Health 
Minister launched 
the long awaited 
Diabetes Strategic 
Framework in 
March 2016 and 
committed       
£1.7 million to the 
first parts of the 
implementation. 
The May Assembly 
election resulted in 
the health portfolio 
moving for the first 
time to a Sinn Fein

                                                             Minister, Michelle 
                                                             O’Neill, who in her 
first weeks in office agreed to launch Diabetes Week in 
the Long Gallery at Stormont.

After many years of engaging with politicians, lobbying 
MPs and Members of the Local Assembly, there is now 
a working document with an initial three-year plan to 
improve diabetes care and prevent complications, 
designed to achieve better outcomes for people living 
with diabetes.

Much credit is due to those who attended the 14 group 
and public meetings organised by Diabetes UK across 
Northern Ireland in the space of two months. From four 
attending in Lisnaskea to 40 in Newry, there was both 
awareness of the possibilities in the implementation 
proposals but words of caution about a commitment to 
the human and financial investment needed to deliver 
real outcomes.

That 79 responses were received by the Department of 
Health by 31 May was a very positive indicator that 
people listened to the message and responded, many 
of whom were Diabetes Voices making their voice 
heard. The new Minister is expected to make an 
announcement in early autumn.

Integrated Care Partnerships

People living with diabetes have had the most impact 
on the work of the ICPs in Northern Ireland in the last 
two years. This has been evident in recent 
presentations by Dr Barney McCoy as the Clinical 
Diabetes Lead to ICP Chairs. He pointed at the 
successful regional roll-out of the Diabetes UK 4 Ts 
campaign to GP surgeries, hospital clinics and 1,340 
schools, initially in the Southern Trust area and then the 
whole of Northern Ireland.

Diabetes Voice Albert Clyde has been Chair of the 
Causeway ICP and worked closely with Dr Brian 
Connor, the GP Diabetes Lead in the Northern Trust 
area. Improvements in diabetes care there have seen 
the introduction of DAFNE self-management 
programmes for adults with Type 1. This has been 
followed by funding for 1,000 places on DESMOND 
programmes for newly diagnosed Type 2s in 2016/17. 
This is a positive indicator for the Taking Control 
campaign of what can be achieved by the provision of 
more self-management programmes.

The Belfast Trust has also invested in the DESMOND 
programme and, along with the Northern Trust, 
invested in footcare services to reduce waiting times 
and the length of hospital in-patient stays. The 
proposals from the ICP originated through Diabetes 
Voices and Service Champions Roberta Mc Cullough 
and Arthur Templeton. An initiative by the Newry 
Diabetes Group and Diabetes Voices there drew ten 
trust managers involved in the full range of Diabetes 
services in the Southern Trust to a meeting during April 
to answer questions about vacancy control. They 
pointed out that referral times were 52 weeks from GP 
to Hospital Consultant. The non-replacement of retiring 
Diabetes Specialist Nurses and problems with the 
insulin pump service were all taken away for further 
consideration by the management team. 

The Department of Health has recently issued a unique 
invitation for 15 diabetes service users to join the Chief 
Medical Officer and senior officials at a seminar to 
examine the proposals on implementation of the new 
Diabetes Strategy. More than ten Diabetes Voices 
attended to make their priorities known. David Chaney 
(Diabetes UK Northern Ireland Director) remarked on 
this as evidence of a new approach involving those 
most affected by the delivery and planning of diabetes 
services getting access to decision makers, and wants 
that carried into a new Regional Diabetes Network.

Diabetes Voice Roberta McCullough 
speaking at an event during Diabetes 
Week at Stormont
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Look out for the next issue of the  
DIABETES VOICES newsletter in 
Autumn 2016.

ROSIE FEATHERSTONE 
Diabetes Voice
How have you been involved with Diabetes 
Voices recently?

In May I attended a meeting of the All Party 
Parliamentary Group focusing on variation in 
access to technology. This was part of the 
group’s investigation into improving standards 
and reducing variation in diabetes care that is 
taking place this year. I spoke about how I 
struggled to get my pump and sensors via the 
NHS. This was to show MPs the barriers some 
people with diabetes have to overcome to get 
the care they need. 

Why did you want to be involved?

I wanted to ensure that MPs appreciate the 
cost-saving and health benefits of pump 
technology. In the US 40 per cent of people with 
diabetes have pumps, but in the UK it is less than 
7 per cent. With access to technology to help 

manage their diabetes, more people can enjoy a 
good quality of life without, as in my case, 
endless hypos ending in A&E. 

We also need access to healthcare professionals 
who know about the benefits of technology in 
managing diabetes. With the right support, more 
people with diabetes can live independent lives 
without the worries of developing diabetes-
related complications. It is amazing how many 
nurses and doctors have no idea about        
pump therapy.

What advice would you give to other people 
who want to get involved in campaigning?

I got involved because I was able to fight my 
corner. I am aware how hard it was to get 
funding – in my case it took four years.  Find 
what you’re passionate about and go for it!

Diabetes Voice Rosie Featherstone at 
the APPGD in May


