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Hello
In this edition of  
the Diabetes Voices 
newsletter:

•  Learn how you can get involved 
with the NHS

•  Find out about Diabetes Voices’ 
meeting with The Rt Hon 
Jeremy Hunt MP, Secretary of 
State for Health

•  Get updates on Diabetes UK’s 
current campaigns 

•  Read 60 seconds with…  
Helen Nurse from Cheshire.

Keep up to date

For up-to-date information about 
current opportunities to get 
involved, check the Take Action 
notice board online at www.
diabetes.org.uk/diabetesvoices

Get in touch

The Diabetes Voices team  
is here to help you.

Email diabetesvoices@
diabetes.org.uk or call  
020 7424 1008.

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

The Diabetes Voices Team

 

For the NHS, user involvement helps make sure that the experiences and 
needs of people living with diabetes are central to decision-making. The 
involvement of patients and the public in health decision-making is now a 
central theme of national and local policy in the NHS. 

You have the right to be involved in the way that diabetes services are 
designed and delivered in your area. Here, we outline how the NHS works 
and provide information to help you to get involved.

Since its launch in 1948, the NHS has grown to become the world’s largest 
publicly funded health service. It was born out of a long-held ideal that 
good healthcare should be available to all.

On 1 April 2013, the Health and Social Care Act 2012 came into force and 
the NHS underwent some big changes, including the abolition of primary 
care trusts (PCTs) and strategic health authorities (SHAs) and the introduction 
of clinical commissioning groups (CCGs) and Healthwatch England. These 
changes have an effect on who makes decisions about NHS services, how 
these services are commissioned and the way money is spent.

The information below outlines the new bodies and what they are 
responsible for.
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NHS England 

NHS England is a new body that makes sure that 
clinical commissioning groups (CCGs) have the 
capacity and capability to successfully commission 
services for their local population. It supports and holds 
CCGs to account and is also responsible for 
commissioning some services at a local level. 

Clinical commissioning groups (CCGs) 

Clinical commissioning groups are groups of GP 
practices that work together to plan and design local 
health services in England. They do this by 
commissioning health and care services and are 
responsible for £65bn of the £95bn NHS 
commissioning budget.

CCGs work with patients and health and social care 
partners, eg local hospitals, local authorities, local 
community groups, etc, to make sure that services meet 
local needs. All GP practices have to be members of a 
CCG and every CCG board will include at least one 
hospital doctor, nurse and member of the public.

Healthwatch England 

Healthwatch England leads and supports the 
Healthwatch network, made up of community-focused 
local Healthwatch. It draws together people’s 
experiences of health and care, expertise from the 
voluntary sector and evidence from local Healthwatch 
to establish a national picture of what works and what 
doesn’t. It advises NHS England,  English local 
authorities, Monitor (the regulator for health care in 
England) and the Secretary of State for Health and has 
the power to recommend that action is taken by the 
Care Quality Commission (CQC) when there are 
concerns about health and social care services. The 
CQC monitors, inspects and regulates care services. 

Local Healthwatch 

Local Healthwatch launched in April 2013 and has 
taken over the work of the Local Involvement Networks 
(LINks). Local Healthwatch represents the views of 
people who use services and are a way for local 
patients and carers to influence the commissioning of 
local services. A Local Healthwatch member will sit on 
the new health and wellbeing boards (HWBs). 

Health and wellbeing boards (HWBs) 

Established and hosted by local authorities, HWBs 
bring together the NHS, public health, adult social care 
and children’s services, including elected 

representatives and Local Healthwatch, to plan how 
best to meet the needs of their local population and 
tackle local inequalities in health.

Public Health England (PHE) 

Public Health England was established to bring 
together public health specialists from more than 70 
organisations into a single public health service. PHE 
works with national and local government, industry and 
the NHS to protect and improve the nation’s health and 
support healthier choices.

The following diagram demonstrates how all of these 
bodies feed into each other and make up the NHS.

 

As a Diabetes Voice, there are many ways you can get 
involved to influence and improve health and social 
care services in your area. They include the following: 

Local Healthwatch 

Local Healthwatch champions patients’ views and 
experiences and provides a collective voice to advise 
CCGs on the shape of local services and ensure they 
are informed by the views of the local community. It is 
extremely important that the views of people living with 
diabetes are represented. 

To sign up to be a part of your local Healthwatch, go to 
www.healthwatch.co.uk/find-local-healthwatch

Patient participation groups 

If you are interested in helping to shape the services 
your own GP surgery provides, you should sign up to 
be a part of the patient participation group (PPG). 
These groups are a great way for patients and GP 
surgeries or health centres to work together. PPGs are 
an important means of helping GPs to be responsive to 
the needs of their community and to continuously 
improve the delivery of health services locally. 

All GP surgeries will have a PPG – speak to the 
reception staff or the practice manager to find out how 
you can get involved. 

Other local NHS events/meetings

From time to time your local NHS may hold 
engagement events or focus groups to find out about 
the experiences of local people. We try to keep 
Diabetes Voices informed about opportunities we think 
may be of interest to you but it is also worth looking at 
your CCG’s website. 

HOW CAN YOU GET INVOLVED?

www.diabetes.org.uk/diabetesvoices
http://www.healthwatch.co.uk/find-local-healthwatch
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NEWS

NHS missing 
chances to improve 
diabetes care and 
save money and lives

The NHS is failing to learn from 
clear evidence that interventions 
to improve diabetes care can 
save the NHS money as well as 
give people with diabetes longer 
and healthier lives, according to 
a new Diabetes UK report that 

highlights a series of measures that improve care and 
reduce costs.

The new report, The Cost of Diabetes, shows that while 
the NHS is spending £10bn per year on diabetes care, 
this money is too often being used ineffectively, with the 
vast majority spent on treating complications that could 
often have been prevented if the person had received 
good healthcare in the first place.

In a period of tight financial restraints in the NHS, the report, 
based on conclusive research-based evidence, outlines 
measures that can be implemented to improve the quality 
of care for people with diabetes and reduce costs. 

With the number of people with diabetes projected to 
rise to 5 million by 2025, Diabetes UK says that the 
NHS needs to learn from evidence-based 
demonstrations of good diabetes care and is calling on 
Trust and Commissioners to implement the measures 
highlighted in the report.

Barbara Young, Diabetes UK Chief Executive, said: 
“The NHS is spending an eye-watering amount of 
money on diabetes but it isn’t being used effectively, 
which is running up a huge bill for the future.

“Too often, the focus is on cutting costs in the short-
term, for example, by cutting diabetes specialist 

nurses, restricting access to blood glucose test strips, 
but this is making it difficult for those with diabetes to 
manage the condition and is offering poor value for 
money for taxpayers.”

15 Healthcare 
Essentials: Watch our 
new care planning 
video and find out 
how you can get the 
care you need

If you’re struggling to get all 15 Healthcare Essentials, 
care planning can help. Care planning is about you and 
your healthcare professional working together to 
identify any problems, agree priorities, set goals and 
make sure you receive all of the care you need.  
Everyone with diabetes is entitled to care planning 
appointments with their healthcare team as part of their 
ongoing diabetes care. 

About care planning 

If you have diabetes, you should be at the centre of any 
decisions about your care – only you really know how 
diabetes affects your health and day-to-day life.

A care planning review will usually take place as part of 
your annual review. It’s a chance to stop and think 
about how things are going, look at your options and 
decide what you want out of your diabetes care.

Your healthcare professional should be able to 
provide information and advice and, where 
appropriate, refer you to local services that will help 
you manage your diabetes.

There are many ways to get involved and 
influence the NHS where you live. To find 
out more, call the Diabetes Voices team 
on 020 7424 1008 or email 
diabetesvoices@diabetes.org.uk

www.diabetes.org.uk/diabetesvoices
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The care planning process isn’t just a one-off 
appointment. You should be able to see your test results 
before the appointment, and spend some time thinking 
about your priorities and goals as well as preparing any 
questions you have for your healthcare team.

Afterwards you should receive a care plan – a written 
document of your discussion, goals and actions, 
agreed between you and your healthcare professional.

Diabetes UK’s Putting 
Feet First campaign: 
amputation postcode 
lottery getting worse
The postcode lottery of 
diabetes-related amputations 
in England is getting worse, 
according to new figures 
released by Diabetes UK.

The new figures, based on 
NHS data, show that the 
overall diabetes-related 
amputation rate has not 
improved, with 2.6 per 
thousand people with 
diabetes per year having a 
lower limb amputation. It is 
also unacceptable that the gap between the worst 
and best performing areas has got bigger.

This means people with diabetes in the worst-
performing area (Fareham and Gosport) are now seven 
times more likely to have an amputation than people in 
the best-performing area (Brent in London). The 
previous year, the rate in the worst-performing area 
was 5.4 times higher than in the best-performing area.

More than 100 amputations a week

Overall, people with diabetes are over 20 times more 
likely to have a lower limb amputation than people 
without the condition and there are more than 100 
amputations in the UK every week. These amputations 
have a devastating impact with half of those having 
them dying within two years.

Evidence shows that up to 80 per cent of diabetes-
related amputations could be prevented but Diabetes 
UK is concerned that, while some hospitals and clinical 
commissioning groups (CCGs) have improved aspects 
of diabetes footcare in the last two years, there are still 
too many amputations being carried out because 
people are not getting the care they need. This includes:

•  Too many people with diabetes not getting a good-
quality annual foot check or not being informed about 
their risk status at the end of their check

•  Some people with active foot disease not being 
referred to a team of specialists quickly enough, 
despite the fact that diabetes-related foot problems 
can deteriorate in a matter of hours

•  Many people with diabetes not having their feet 
checked when they stay in hospital, even though the 
National Institute for Health and Care Excellence (NICE) 
recommends every hospital inpatient with diabetes 
should get their feet checked during their stay

•  Too many hospitals still do not have specialist footcare 
teams or, if these teams are in place, are not referring 
patients with foot disease to them quickly enough.

Diabetes UK is calling for CCGs across the country to 
focus on improving footcare and for areas with above 
average amputation rates, to put a plan in place to 
urgently reduce their rate. It is also urging the 
Government to set out its plans for reducing the 
national diabetes-related amputation rate. Health 
Secretary Jeremy Hunt has personally committed to 
halving the amputation rate by the end of 2017 but has 
yet to make clear how this will happen.

You can find out more about care planning, and 
how to make the most of it, in our short new video 
at www.diabetes.org.uk/care-planning

If you would like to order copies of the 15 
Healthcare Essentials, call 020 7424 1008 or 
email diabetesvoices@diabetes.org.uk

www.diabetes.org.uk/diabetesvoices
http://www.diabetes.org.uk/care-planning
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Find out what 
happened when 
Diabetes Voices met 
Jeremy Hunt MP
On 9 April 2014, seven Diabetes Voices travelled to 
Westminster to meet the Secretary of State for Health, 
Jeremy Hunt MP, to discuss diabetes care.

The group met the Secretary of State as part of a 
round-table meeting with Diabetes UK and healthcare 
professionals about how care for people with diabetes 
can be improved.

If you need help or advice you can call us 
on 020 7424 1008 or email 
diabetesvoices@diabetes.org.uk

Don’t forget to let us know how you’ve 
taken action so we can include it in 
updates in future issues of the newsletter.

At the meeting, all the Diabetes Voices were given the 
opportunity to discuss their personal experiences of living 
with diabetes directly with Mr Hunt and made the point that, 
while some aspects of diabetes care are fantastic, there are 
too many examples of where care needs to improve.

They told the Secretary of State that people with 
diabetes need to have a consistently high standard of 
diabetes care, with access to education for self-
management and diabetes specialist teams in the 
hospital and in the community. They warned of the 
increasing cost of complications if people are not 
properly supported to self-manage their diabetes and 
highlighted the unacceptable safety issues experienced 
by inpatients with diabetes. 

Here, three Diabetes Voices, who talked to Mr Hunt, tell 
us what they thought of the meeting:

TAKE ACTION: to help bring an end to 
thousands of potentially preventable 
amputations affecting people with diabetes.

If you have a few minutes to spare:

•  Help spread the word to healthcare professionals. 
Take copies of our new How to Spot a Foot 
Attack leaflet to your local GP practice, hospital 
clinics and nursing homes. We’ll send you copies 
to share with your local contacts 

•  Write to your MP and ask them to ask Jeremy 
Hunt what he’s going to do to reduce 
amputations – we can give you a template  
letter to send.

If you belong to a group or patient forum:

Arrange to talk about the campaign at your next 
meeting. Discuss what you can do as a group to 
reach people with diabetes and healthcare 
professionals in your area. You could:

•  Come up with a plan for getting our How to Spot 
a Foot Attack leaflet to healthcare professionals 
in your area 

•  Invite someone from the local hospital to come 
along to talk about local foot care services.

Christine Edwards from Hampshire, one of the 
Diabetes Voices at the meeting, said: “I am always 
interested in meeting the people responsible for 
directing the care I receive, so I was delighted when 
I was invited to meet the Secretary of State for 
Health. I raised the fact that not all GPs are involved 
in, or even aware of, the aspects of care that all 
people with diabetes are entitled to. It was a good 
opportunity to share my experience with a 
Government Minister and Mr Hunt seemed to take 
my views on board. I would encourage other 
people to get involved in this way, as it gives a 
unique view of how decisions are reached, and it’s 
also a way of networking with other volunteers and 
health professionals.”

www.diabetes.org.uk/diabetesvoices
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Driving licences: DVLA 
consults on their 
proposal to extend 
licensing period 

Roy Johnson from Surrey said: “I’ve had Type 1 
diabetes for 48 years. Five years ago my son, 
who’s now 19, was also diagnosed with Type 1 so I 
was keen to talk to the Health Secretary about our 
experiences and what can be changed for the 
better. Overall, the NHS has given me excellent 
service, but if you are not on a specialist diabetes 
ward when you go into hospital things can go 
wrong. I am a confident person, so when I was 
asked to stop my insulin pump and go on a sliding 
scale I refused. Mr Hunt was very interested in my 
story and we talked about how better education 
and simple guidelines and procedures for all staff 
could make a big difference to patient welfare. If 
you’re keen to get involved in similar opportunities, 
just go for it. Telling your story to the powers that 
be makes a compelling argument for change.”

TAKE ACTION: Diabetes Voices campaign 
locally to improve diabetes care in their 
communities. If you’d like to get involved, 
email us at diabetesvoices@diabetes.org.uk  
or call 020 7424 1008.

Sheila Burston, London: “It was a great privilege 
meeting the Secretary of State. At the meeting, I 
raised my concerns over the fact that my CCG was 
cutting services and downgrading others in an 
effort to save money. Some of the decisions made 
to return Type 1 patients, including patients on 
pumps and also the more complicated Type 2 
patients to GP care have been made against the 
consultant’s clinical judgement. This decision is not 
welcomed by some GPs who admit to not having 
the expertise to look after Type 1 patients and 
some of their Type 2 patients. I emphasised that it 
did not matter where the patients were seen by the 
diabetologist whether it be in hospital or in 
community care. I thought it was interesting that 
the Secretary of State asked me to identify my 
CCG as I had made a point of not naming them. I 
was very impressed by the way that he was so well 
informed, listened carefully to everything that was 
said and made lots of notes.”

Lauren Proctor from Sussex said, “As someone 
living with Type 1 diabetes, I’m passionate about 
making sure people receive the care they need. I’ve 
always been interested in politics and policy, so I 
jumped at the chance to have a conversation with 
the most senior stakeholder in the NHS. As a 
young person, I’ve moved around a lot and I’ve 
been shocked by the variations in the care I’ve 
been offered in different GP practices. Jeremy Hunt 
seemed quite shocked by some of the statistics we 
presented. I’m optimistic that the meeting helped 
put some of the issues people with diabetes face 
on the agenda but we still need to keep 
campaigning to make sure things improve – people 
with diabetes deserve better.  If you’re interested in 
getting involved, I’d recommend you contact the 
Diabetes Voices team and tell them about your 
interests – you can take action locally or nationally 
and the more people that raise their voices, the 
more likely it is we’ll be heard.”

Barbara Young, Diabetes UK Chief Executive, said, 
“It’s good news that the Health Secretary Jeremy Hunt 
has met with people with diabetes to talk about how 
care for people with the condition can be improved. 
We look forward to working with him to help ensure 
people with diabetes live long, healthy lives.” 

www.diabetes.org.uk/diabetesvoices
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•  We have received several different responses from 
decision makers in Wales in reply to our Access to 
Test Strips: A Postcode Lottery? report. Most of the 
responses referred back to the NICE guidelines on 
test-strip provision. 

•  Yvonne Johns attended a Local Health Board meeting 
at Betsi Cadwaladr University Health Board to discuss 
how they intend to implement the measures of the 
Diabetes Delivery Plan. Yvonne is keen to encourage 
patient involvement in the NHS in Wales and Chairs 
four Patient Reference Groups in North Wales. 

•  A concern was raised by Diabetes Voice, Bob Wright, 
at the Cross Party Group on Diabetes regarding the 
lack of Patient Reference Groups in Powys Local 
Health Board. The Cross Party Group agreed to write 
to the Health Board to challenge why it had not 
re-established the Group since its closure in 2012.  

•  Diabetes Voices in Aneurin Bevan Local Health 
Board have raised concerns over low numbers of 
Diabetes Specialist Nurses. We are working with 
people in the area to raise awareness at Health 
Board level of the concerns.

SCOTLAND UPDATE  
Diabetes Voices 
attend Parliamentary 
reception
Diabetes Scotland held a parliamentary reception in the 
Garden Lobby of the Scottish Parliament on Tuesday, 
22 April 2014, sponsored 
by David Stewart MSP, 
co-convener of the Cross 
Party Group on Diabetes. 
The reception was 
attended by the Cabinet 
Secretary for Health and 
Wellbeing, Diabetes UK Chief Executive, Barbara 
Young, and Chair of the Board of Trustees, Sir Peter 

Earlier this year, the DVLA put forward proposals to 
extend the licensing period for people who treat their 
diabetes with insulin to up to 10 years. Currently, 
people who have Group 1 licences (cars and 
motorbikes) have to reapply at least every three years. 

The DVLA has been consulting with Diabetes UK on its 
proposals. In March, we asked Diabetes Voices to 
complete a survey to help write our response to the 
consultation and make sure views of people living with 
diabetes are heard. Out of 70 responses 57 people said 
that they agreed with the proposals to increase the validity 
period for certain medically restricted driving licences. 

Diabetes UK does not foresee any problems if the 
maximum validity period for medically restricted driving 
licences was extended for up to 10 years. It is hoped 
the proposed changes could be introduced as early as 
next year, which will mean that thousands of people 
with diabetes could avoid lengthy delays and 
disruptions when reapplying for their licence.  

Thank you to all Diabetes Voices who took part in  
the survey.

WALES UPDATE  
Wales Volunteering 
Conference
Diabetes Voices held a 
workshop at this year’s 
Volunteering Conference 
in Swansea. It was 
designed specifically for 
Diabetes Voices in Wales 
and covered topics on 
how best to influence the NHS and Government. 
Those present committed to taking action after the 
conference and have written to their Local Health 
Boards presenting data from the National Diabetes 
Audit. We are currently awaiting responses from four  
of the Local Health Boards. 

In other news:

•  Ray Highton and Elaine Adams have both started 
new Facebook Campaign Groups for people in 
Abercynon and the Vale of Glamorgan respectively. 
The groups are a fantastic addition to Diabetes Voices 
in Wales and give us a chance to highlight our 
campaigning work online. 

We are encouraging people in Wales to attend their 
nearest Patient Reference Group in order to raise 
concerns over diabetes services in their area. To 
find out more or to get involved, email Sara at  
sara.moran@diabetes.org.uk

www.diabetes.org.uk/diabetesvoices
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Influencing commissioning

The various crises at hospital accident and emergency 
departments – long trolley waits and overworked staff 
– has dominated much of the public perception of 
healthcare in recent times.

The work of the new 
commissioning 
bodies has been 
slow to find out what 
resources are to be 
made available to 
improve things. The 
department strategy 
in Transforming Your Care has yet to be seen to 
deliver. This has not stopped some progress at 
Integrated Care Partnership (ICP) level where 
Diabetes Voices have been able to get diabetes care 
on to the agenda. Mark Nolan, a Diabetes Voice and 
Chair of the Carrickfergus Diabetes UK Group, spoke 
at his local ICP as a service user.

Children and Young Person’s campaign

As part of the Type 1 diabetes: Make the grade 
campaign to improve diabetes care in schools across 
the UK, the Education and Library Boards have agreed 
the final draft of a new guidance document for 
Northern Ireland.

What Diabetes Care to Expect in Schools is to be 
launched before the summer holiday break. The 
good news came as the Southern Education and 
Library Board agreed with the ICP to order a fresh 
batch of 4 T’s Symptoms leaflets and posters  to 
send to schools during Diabetes Week. The ICP 
organised distribution to all GP practices and clinics 
at the same time. Helen McNeice, a Diabetes Voice 
on the ICP, welcomed the initiative.

Dixon, Professor John McKnight, lead clinician on 
diabetes in Scotland and many MSPs, healthcare 
professionals, volunteers and Diabetes Voices. 
Diabetes Voices took the opportunity to speak to the 
Cabinet Secretary to share their views on diabetes 
services in their area and to highlight the need for the 
next diabetes action plan. 

Thank you to the Diabetes Voices who attended the event.

With the pressure on to get a new Diabetes Action Plan 
in place before the summer recess we will be looking 
for patient input on the next plan. We will be in touch 
with Diabetes Voices in the coming months, and we 
hope you will be able to give us a patient’s perspective.

In other news:

From 1 May 2014, Diabetes UK Scotland is to be known 
as Diabetes Scotland. Diabetes UK is reviewing its five-year 
strategy and as part of that a Scotland Plan and a Scotland 
Fundraising Plan will be developed to provide a long-term 
vision and commitment to the charity’s work in Scotland. 
This will make sure that what Diabetes Scotland delivers will 
be specific and fit for purpose for people with diabetes 
living in Scotland and benefit from the strength that comes 
from being part of a UK-wide charity.

By renaming our Scottish operation Diabetes Scotland 
we are reflecting that Scotland already has its own 
focused programme, and has done for some years. 
Diabetes Scotland (rather than Diabetes UK Scotland) 
reflects the fact that Scotland has a separate health 
service: NHS Scotland, and its own local drivers 
including the Scottish Diabetes Action Plan and the 
developments in the third sector that have seen other 
charities successfully develop their brand in line with 
wider developments in Scotland. We are also reflecting 
the feedback we receive from volunteers, members 
and other key stakeholders. 

N. IRELAND UPDATE  
Diabetes Voices 
campaign for care 
improvements For more information, contact Brendan at  

brendan.heaney@diabetes.org.uk

For more information, contact Rupert at  
rupert.pigot@diabetes.org.uk

“I made the point that much of the local knowledge 
and experience in supporting diabetes patients had 
gone or been lost from my GP practice. The GP 
chairing the meeting agreed and so did the hospital 
consultant. Everyone at he meeting agreed we 
need to see more diabetes expertise being 
developed in the community.”

www.diabetes.org.uk/diabetesvoices
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HELEN NURSE 
Diabetes Voice
Helen’s daughter was diagnosed with Type 
1 when she was 16 months old. Helen, from 
Cheshire, works tirelessly to raise 
awareness about the ways diabetes affects 
children’s lives…

Why did you decide to join Diabetes Voices?

My daughter was diagnosed with Type 1 when she 
was just 16 months old and during the first year of 
her having diabetes we went through an extremely 
steep learning curve, as does any parent with a child 
diagnosed with Type 1. It is completely life changing. 
We had a lot of issues in this first year; she ended up 
in hospital a number of times, had extreme 
fluctuation of levels and suffered seizures due to 
severe hypos. It was only when we started to 
educate ourselves and get involved with peer 
advocacy groups and other parents in similar 

situations that we realised the importance of being 
educated and becoming the experts ourselves.  
As a family we deal with this 24/7. We live and 
breathe diabetes – it cannot be forgotten for an hour. 
Therefore, we have to feel in control of our knowledge 
and our actions. 

“I got involved with Diabetes 
Voices because I wanted to 
help other parents in the 
same position…” 
After about 18 months we moved hospitals and 
started to work with a team who were extremely 
supportive, proactive and worked with us and Daisy 
to achieve the best care for her – including her health 
and all aspects of her life, because diabetes affects 
everything from school to friends and community –  

www.diabetes.org.uk/diabetesvoices
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it’s always there and always needs to be 
dealt with.

I have always been a proactive person and I 
like to take action, so given our experiences, I wanted 
to get involved with Diabetes Voices because I 
wanted to make a difference and help other parents in 
the same position, as well as raise awareness of what 
it is really like for a child living with Type 1 – not just 
with the general public but with healthcare and 
educational professionals, so they can better 
understand and thus support the children in their care. 
When I saw the opportunity to speak at the Diabetes 
UK Professional Conference in March, I thought it 
would be a great way of speaking out about our 
experiences and what we would like to see improved 
in the care for children with Type 1 diabetes.

How have you been involved in campaigning? 

Delivering the speech at the Diabetes UK 
Professional Conference 2014 allowed me to engage 
with the people who are responsible for delivering 
care for our children and making decisions about the 
care diabetes patients receive. I therefore thought it 
was great that Diabetes UK included a Diabetes 
Voice as part of the session about improving the 
state of care, as without listening to our voices it is 
hard for them to be truly in touch with us and our 
needs as patients and families.

This work as a Diabetes Voice and as a parent 
representative for my regional Paediatric Diabetes 
Network has allowed me to represent parent and 
patient views to healthcare teams and clinicians. 
Given the ongoing and intense nature of the disease, 
it is vital that the care and support provided to 
children and families is viewed as long term, holistic 
and balanced, meaning that the child and family is as 
responsible for their wellbeing as the care team. But 
this means that the care team also has to be 
responsive, understanding and provide the 
resources, guidance and platform from which the 
child can achieve good control of their diabetes, 
while still living a fulfilling life, achieving their potential. 

What has been the result of your work?

I hope that talking at the conference inspired and 
informed clinicians and healthcare professionals from 
all parts of the UK about what really matters to me 

as a parent of a child with Type 1. Quite a 
few of them came up to me at the end or 

later in the day thanking me and telling me 
how inspiring my talk had been, so I am confident 

that my message was conveyed successfully and had 
some impact.

Ultimately, I hope my work will help encourage 
parents and families with Type 1 to share experiences 
and support and join up together. I believe that it’s 
critical both the child and the family don’t feel isolated.

Being part of the peer advocacy group Children with 
Diabetes provides an amazing network like this for me. 
If, as a Diabetes Voice, I can help to encourage and 
build networks between families, care teams, schools 
and communities, it will show parents that there is a 
wealth of support out there and people who you can 
connect with who can help families to have better 
control and quality of life. Because that’s what allowed 
us to take control of this disease, of our care 
preferences and of what was best for our daughter, 
so that she can live a life that is full of hope, 
achievement and happiness. 

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

I think more parents and families should be speaking 
out about their experiences and asking for change, 
understanding, support and awareness. People need 
to not worry about standing up and talking about their 
experiences and asking for what they want for their 
children. Having a child with Type 1 puts into stark 
perspective how vulnerable life is and how important it 
is to speak out and make a difference, not just for our 
own children but for all those like them. 

Look out for the next issue of 
DIABETES VOICES newsletter 
in September 2014

MAKE THE GRADE CAMPAIGN

New information is available for parents and schools.
Go to  
www.diabetes.org.uk/make-the-grade 

www.diabetes.org.uk/diabetesvoices
www.diabetes.org.uk/make-the-grade

