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Summary
The NHS Leeds Clinical Commissioning Group (CCG) is working with a range of
health and wellbeing partners to develop a diabetes strategy which will outline our
plans to tackle diabetes in Leeds over the next five years. The strategy will reflect
national policy and build on existing good practice. It will aim to:
•
•

•
•

Harness commitment across the city from people at high risk of
developing diabetes, people with a diagnosis, those living with or caring
for someone with diabetes, as well as those working in services.
Better understand changes to the diabetic population and implications for
the support these people will need. This could be either to prevent the
condition in the first place (Type 2) or how to manage the condition once
diagnosed.
Address the increase in diabetes, and the variation in treatment and care
across the city.
Utilise resources within the system more effectively and recognise and
build on what we are doing well.

The CCG recognises the importance of producing an overarching diabetes strategy
for Leeds, focusing on improvement of outcomes, through co-production and
integrated services development underpinned by an integrated diabetes service
design. This work supports the delivery of the West Yorkshire & Harrogate Health
and Care Partnership plan alongside requirements outlined in the NHS Five Year
Forward View.
This engagement supports the development of the strategy, and sought the views of
people with a diabetes diagnosis, people who know, or care for, someone with
diabetes, and of people who work with or provide services to people with diabetes.
We used online and paper surveys, and focus groups to gather people’s thoughts
and experiences. The survey was shared widely, with support from diabetes staff in
key local services, with copies of the survey being distributed to all Leeds GP
practices, via partner organisations, at public events and through social media. Third
sector partner Voluntary Action Leeds (VAL) also supported the engagement by
facilitating 5 focus groups to gather feedback from people representing more
seldom heard communities. The engagement lasted from July to October 2018.
In total we received 612 responses to the survey:
 441 from someone who has a diabetes diagnosis (72.06%)
 116 from someone who knows, cares for or supports someone with a diabetes
diagnosis (18.95%)
 55 from someone who works with people with a diabetes diagnosis (8.99%)
This report considers the experiences of these three distinct groups and analyses
their responses under three overarching headings:
 What people feel works well at the moment
 What people feel doesn’t work so well
 Experiences of living with diabetes
As the data collected via the survey and the focus groups is intended to contribute to
the development of the Leeds Diabetes Strategy, and because so much rich
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feedback has been collected through this process, the majority of the responses
collected are available within the appendix to this report. Some additional analysis is
included within the appendix in order to highlight specific areas of interest.
This report sums up the main findings from this engagement, explains the methods
we used to engage, and outlines what people told us. Key themes from this
engagement will be used to inform the Leeds Diabetes Strategy, and will be fed back
to commissioners and providers of existing services.
The feedback will also be used to inform a wider strategy for enhancing
communication, access and the quality of services. The report will be shared with
those involved in, and who contributed to, this engagement, and people will be able
to follow updates about this work on our website here:
https://www.leedsccg.nhs.uk/get-involved/consultations/
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Background information
The NHS Leeds CCG
NHS Leeds CCG is responsible for planning and buying (commissioning) the majority
of health services for people in Leeds. Prior to April 2018, there were three clinical
commissioning groups (CCGs) in Leeds: NHS Leeds West CCG, NHS Leeds North
CCG and NHS Leeds South and East CCG. These groups have now merged to
become NHS Leeds CCG.
The CCG commissions a range of services for adults and children including planned
care, urgent care, NHS continuing care, mental health and learning disability services
and community health services.
From 1 April 2016 the CCG began co-commissioning GP primary care services with
NHS England. As such, some of the feedback we have received may relate to care
people have received from a GP, practice nurse or health care professional as well
as specialist nurses and consultants within wider community or hospital settings.
We do not commission other primary care services such dental care, pharmacy or
optometry (opticians) which is done by NHS England through their local area team
more commonly referred to as NHS England (West Yorkshire). NHS England also
has the responsibility for commissioning specialised services, such as kidney care.
Leeds is an area of great contrasts, including a densely populated inner city area with
associated challenges of poverty and deprivation, as well as a more affluent city
centre, and suburban and rural areas with villages and market towns.
The most recent census (2011) indicated that Leeds had a population of 751,500
people living in 320,600 households, representing a 5% growth since the previous
census of 2001. Leeds has a relatively young and dynamic population and is an
increasingly diverse city with over 140 ethnic groups including black, Asian and other
ethnic-minority populations representing almost 19% of the total population compared
to 11% in 2001. There are 100 GP practices in Leeds.
Involving people and the public in developing and evaluating health services is
essential if we want to have excellent services that meet local people’s needs. It is
our responsibility, and one that we take very seriously, to ensure that our local
communities have the opportunity to be fully engaged in the decisions we take.

Engagement support
We commission local charity, Voluntary Action Leeds (VAL) to support our
engagement work. VAL delivers the ‘Leeds Voices’ project to undertake public and
community consultations on behalf of NHS Leeds CCG. There are three distinct
elements to this project:
 The Engaging Voices network of third sector organisations provides
opportunities for so-called seldom heard communities and vulnerable groups
to get involved in consultation and engagement activities. There are currently
62 local third sector groups signed up to the Engaging Voices network.
 The Working Voices project offers opportunities for businesses to enable
their employees to be involved in CCG engagement activities, by allowing
working people to volunteer their time to be involved in consultations within the
workplace.
 Volunteer Leeds Health Ambassadors directly engage with the public and
patients at a range of venues, public events and activities across the city.
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Detail on health topic/engagement
What is Diabetes?
Diabetes is a lifelong condition that causes a person's blood sugar level to become
too high.
There are two main types of diabetes:
• Type 1 diabetes – where the body's immune system attacks and destroys the cells
that produce insulin
• Type 2 diabetes – where the body doesn't produce enough insulin, or the body's
cells don't react to insulin
While Type 1 diabetes cannot be prevented and is not linked to lifestyle, Type 2
diabetes is largely preventable through lifestyle changes. Type 2 diabetes is far more
common than Type 1. In the UK, around 90% of all adults with diabetes have Type 2.
During pregnancy, some women have such high levels of blood glucose that their
body is unable to produce enough insulin to absorb it all. This is known as gestational
diabetes. A small number of people have other types of diabetes.
People ‘at high risk’ of diabetes
Many more people have blood sugar levels above the normal range, but not high
enough to be diagnosed as having diabetes. This is sometimes known as prediabetes. If someone’s blood sugar level is above the normal range, their risk of
developing diabetes is increased.
The Current Picture
Managing the growing incidences of diabetes in England is set to be one of the major
clinical challenges of the 21st century. Estimates suggest that the number of people
with diabetes is expected to rise to 4.2 million people by 2030, affecting almost 9% of
the population. (https://www.england.nhs.uk/diabetes/treatment-care/)
Many people with long-term physical health conditions, including diabetes, also have
mental health problems, and we know that psychological support is a vital element of
care for people with long-term conditions like diabetes; “People with diabetes are
twice as likely to suffer from depression, and are more likely to be depressed for
longer and more frequently.” (https://www.diabetes.org.uk/guide-to-diabetes/life-withdiabetes/emotional-issues)

As well as the human cost, Type 2 diabetes treatment accounts for just under nine
per cent of the annual NHS budget. This is around £8.8 billion a year. There are
currently five million people in England at high risk of developing Type 2 diabetes. If
these trends persist, one in three people will be obese by 2034 and one in 10 will
develop Type 2 diabetes.
What is happening in Leeds?
There are currently around 44,000 people in Leeds with diabetes and a further
32,000 at high risk of developing it. By 2034, it’s estimated that 1 in 10 people will
have the condition.
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The strategy will outline plans to reduce the number of people in Leeds who develop
the condition and identify everyone who has it, while also looking at how we can
support people with diabetes to live a fulfilling life.

Identifying and engaging with patients
Equality analysis
An equality analysis and engagement plan was developed following meetings of the
existing Leeds Diabetes Network (which was refreshed in 2017 to form a Diabetes
Steering Group and Diabetes Stakeholder Group), feedback received from a range of
stakeholders, and research into related publications and information; for example,
through Diabetes UK and the NHS online.
The equality analysis is a review of the actual, or potential, effects of services, or
planned services, on people who identify with any of the protected characteristics
outlined in the Equality Act (https://www.equalityhumanrights.com/en/equality-act/protectedcharacteristics).

An initial strategy working group met in March 2018, with two wider stakeholder
meetings taking place in summer 2018, involving patients/carers, clinicians, health
care professionals and commissioners.
The equality analysis showed that although the diabetes strategy will impact on all
people in Leeds, certain groups will potentially be more affected by diabetes:
 Some BAME (black, Asian, and minority ethnic) groups (African-Caribbean,
Black African, or South Asian) - Diabetes seems to affect different groups of
people in different ways. We know that there can be higher rates of undiagnosed
Type 2 diabetes and diabetes-related complications among South Asian people.
It’s therefore important that the tools used to screen people for Type 2 diabetes
are easy to use and understand, to make them more effective at identifying those
at risk.
The Southall and Brent Revisited (SABRE) study (begun in 1988), monitored the
health of 4,200 Londoners and discovered that half of all British South Asian,
African and African Caribbean people will have Type 2 diabetes by the age of
eighty, compared to one in five people of European descent. The SABRE study is
ongoing, and has helped push the need for Black and South Asian people to be
screened for Type 2 diabetes earlier than the general population.
(www.diabetes.org.uk)

 Children with diabetes and their families/carers - A diagnosis of diabetes
can be a serious strain on the whole family. The majority of children affected by
diabetes in childhood are diagnosed with Type 1 diabetes. However, the number
of children and young adults affected by Type 2 diabetes is on the increase,
largely due to the association with child obesity.
 Older people - age is an important risk factor for diabetes; the vast majority of
cases of diabetes in the elderly are Type 2. However, healthcare for people with
Type 1 diabetes has improved and now there are increasing numbers who are
entering into the geriatric age group.
 Women who have had a baby – women who have had gestational diabetes
in pregnancy will be at higher risk of having it again in a following pregnancy, and
of getting Type 2 diabetes in later life.
8



People who have had a heart attack or a stroke - When you have diabetes,
you're more at risk of heart disease. This is also called cardiovascular disease
(CVD) or coronary disease, and can lead to heart attacks and strokes.



Cardiovascular disease affects your circulation too. And poor circulation
makes other diabetes complications worse – like problems with your eyes and
feet. (https://www.diabetes.org.uk/guide-to-diabetes/complications/cardiovascular_disease)



Some people who have a mental illness (schizophrenia, bipolar illness or
depression, or if they are receiving treatment with anti-psychotic medication)
are more likely to have Type 2 diabetes than the general population
(www.diabetes.org.uk)

In addition, people with a learning disability are more likely to have Type 1 and
Type 2 diabetes than the general population. We also know that:
o People with a learning disability are more likely to be obese than the
general population.
o People with a learning disability have lower levels of physical activity.
Higher rates of obesity and lower levels of physical activity increase the risk of
diabetes.
 People with high blood pressure - People with diabetes and high blood
pressure (hypertension) are more at risk of having a heart attack or stroke.
 People who are overweight/obese - obesity is believed to account for 8085% of the risk of developing Type 2 diabetes, while recent research suggests that
obese people are up to 80 times more likely to develop Type 2 diabetes than those
with a BMI of less than 22.
 Carers of people with a diabetes diagnosis; being the parent or carer of
someone with diabetes, Type 1 or Type 2, can be overwhelming and worrying.
 Deprivation; In Leeds, nearly 200,000 people live in the most deprived 10% of
neighbourhoods (when ranked nationally).
“Deprivation is strongly associated with higher levels of obesity, physical
inactivity, unhealthy diet, smoking and poor blood pressure control. All these
factors are inextricably linked to the risk of diabetes or the risk of serious
complications for those already diagnosed.
It is difficult to get clear evidence of absolute risk related to deprivation.
The Health Survey for England 2011 found that men in the lowest quintile of
equivalised household income were 2.3 times more likely to have diabetes than
those in the highest quintile, and for women the risk was 1.6 times higher.”
(https://www.diabetes.org.uk/resources-s3/2017-11/diabetes-key-stats-guidelines-april2014.pdf)
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Patient assurance
NHS Leeds CCG Patient Assurance Group (PAG)
The PAG is an advisory group and its role is to provide assurance, to the CCG
Governing Body, that all phases of the commissioning cycle (planning, designing,
procurement and delivery of the service) are developed with appropriate and
sufficient public engagement plans and activities, and are reviewed from a patient
and public perspective.
In March 2018 the existing PAG was disbanded in preparation for the merger of the
three CCG’s. The new PAG was launched in September 2018. As the Diabetes
Equality Analysis and Engagement Plan was completed during this interim period,
assurance of the plan was delegated to the Diabetes Steering Group.
An initial meeting of the group, involved a range of partners, who met in March 2018,
and were closely involved in developing the content and design of the survey.
Partners were clear that the involvement of service users, their carers and families
was essential in co-designing the new strategy. The survey underwent several
iterations as partners provided feedback to shape the final document.

Involvement of partner organisations
We worked with wider partners to engage with a broader range of people, and with
groups identified in the equality analysis. Organisations which supported this
engagement included:
 Voluntary Action Leeds - shared the survey with their Engaging Voices partners,
and facilitated 5 focus groups with local communities which had been identified in
the equality analysis as potentially experiencing additional impacts as a result of
having diabetes. Organisations which supported the focus groups were:o Health for All (Kushy Dil group - older Bangladeshi women)
o Richmond Hill Elderly Action (bespoke group - older people)
o LEEP1 Café (bespoke group - people with a learning disability and their
carers)
o Touchstone (Sikh Elders Group)
o Touchstone Support Centre (bespoke group - Asian/Asian British
Pakistani, Asian/Asian British Indian, Black/British African participants)
 Copies of the paper survey, and posters, were distributed to every GP practice
across Leeds, to make available to patients in their waiting areas.
 The specialist diabetes midwives at St James’s Hospital Ante-natal clinic
supported patients in their waiting areas to complete paper surveys.
 Leeds Teaching Hospitals Trust specialist staff at the Manny Cussins Centre at St
James’s Hospital supported patients attending appointments to complete paper
surveys.
 Leeds Community Healthcare specialist staff at the Leeds Community Diabetes
Service at Chapeltown Health Centre supported patients attending appointments,
and structured education programmes, to complete paper surveys.
 The specialist team at the Leeds Children and Young People’s Diabetes Service at
St James’s Hospital.
 Diabetes UK; patient, healthcare professional and research charity, which
circulated the link to the online survey across its networks.
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 DigiBete; online video platform sharing videos and educational resources about
Type 1 Diabetes, designed to help support children, young people and families,
which circulated the link to the online survey across its networks.
 Leeds University and Leeds Beckett University newsletters.
 Leeds City Council Essentials staff newsletter.

Methods
We used a paper survey to gather the views of patients and carers, largely within
healthcare settings and the specific focus groups mentioned above, and an online
survey which also collected the views of professionals; staff and providers of diabetes
services.
The online survey was launched at the initial Diabetes Strategy Workshop, facilitated
by Leeds CCG commissioners, on 4 July 2018, and paper copies of the survey were
rolled out to local partners from the end of July. A press release was issued to local
media, including the Yorkshire Evening Post, on 9 July 2018, with a link to the online
survey, and Voluntary Action Leeds advertised the survey through its Doing Good
Leeds news page, via bulletins and its twitter account. The CCG promoted the online
survey through its primary care and staff bulletins and social media accounts, as did
partner Trusts. The survey remained open until Monday 8 October 2018.
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Who responded?
612 people responded to the engagement via the survey. Feedback was received
from the following groups:

Total number of respondents
500
450
400
350
300
250
200
150
100
50
0
People who have a diabetes
diagnosis

People who care for, or
know, a person with a
diabetes diagnosis

People who work with
people who have a diabetes
diagnosis

Respondents who have diabetes
441 respondents (72%) completed the survey as ‘someone who has a diabetes
diagnosis’, and gave further details about their diagnoses as follows:

In total, 15 respondents entered a description of ‘Other’ diagnosis, of which 5 people
stated they were pre-diabetic, 3 described their diagnosis as “pregnancy diabetes”,
and the remaining 7 respondents described their diagnosis as follows:•
•
•
•
•

Insulin dependent
MODY (Maturity onset diabetes of the young)
Diabetes as a result of renal transplant
Precursor for type 2
Cystic Fibrosis Related Diabetes
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•
•

Don't know, it's in negative
Was first diagnosed with type 2 blood test done then onto type 1

In comparison to national statistics (taken from Diabetes UK - www.diabetes.org.uk),
we received a higher percentage of responses from people with Type 1 diabetes
(and also with gestational diabetes):

Percentage of survey respondents with Type 1 and 2
diagnoses compared to national statistics
100
90
80
70
60
50

Survey responses

40

National statistics

30
20
10
0
Type 1 Diabetes

Type 2 Diabetes

We were fortunate to receive several responses from parents of children and young
people (mostly with a Type 1 diagnosis), and a substantial number (52) from women
accessing the ante-natal clinic at St James’s Hospital, who had been diagnosed with
gestational diabetes.
Voluntary Action Leeds’ Engaging Voices project facilitated 5 focus groups with
various local groups and people with characteristics which are protected under the
Equalities Act (2010), for example, as a result of their age (Richmond Hill Elderly
Action) or their age and race (Sikh Elders Group). Please see Appendix for further
details on the focus groups’ responses.
Thus, some very personal and distinctive experiences have emerged, providing a
broad and varied picture of people’s experiences of living with diabetes in Leeds at
the present time.
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Respondents who know or care for someone with diabetes
116 respondents (19%) stated that they ‘care for, or know, someone with a
diagnosis’, and 95 people told us who it is that they know or care for – mostly
husbands, wives, sons and daughters, but also including grandmother (1), aunt and
uncle (1), mother in law (1) and partner (1).

Person I know who has a diagnosis
Son
Daughter
Child
Mother
Father
Mother + Father
Husband
Wife
Friend
Grandchild

Respondents who work with people with diabetes
55 people completed the survey as someone who works with people with a diabetes
diagnosis; a professional. This part of the survey was only available online.
Respondents were asked what their role was:

What is your role?
Diabetic Specialist Nurse
GP
Podiatrist
Dietitian
Practice Nurse
Diabetes Service Staff
Team/Service Manager
Other/Various
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What did people tell us?
People who had a diagnosis, told us how they found out they had diabetes. The vast
majority; 256 respondents, or 58.6%, found out via their GP and, following that, 68
respondents (15.6%) found out during pregnancy.
People with a diabetes diagnosis reported that the services they used the most were
as follows:
8. What diabetes services do you use?
Response Response
Percent
Total
1

Community Diabetes Service

11.98%

52

2

Structured education classes

8.29%

36

3

Foot protection service

14.75%

64

4

Diabetic Retinopathy (eye)
screening reviews/appointments

66.82%

290

5

Hospital based outpatient services

33.41%

145

6

One You Leeds

1.15%

5

7

Hospital based inpatient services

5.07%

22

8

Local GP

63.82%

277

9

Unsure

1.61%

7

8.06%

35

answered

434

10 Other (please specify):

(Of those who stated ‘Other’, 7 people stated they didn’t use any services, 5 listed the ante-natal clinic,
and 5 more stated they had been newly diagnosed, and this was their first visit to a service)

A range of experiences were captured through the survey. Some people reported a
very positive experience of living with their condition and accessing services, whilst
others described very different journeys.
Many people gave detailed responses to the questions about living with diabetes, or
caring for someone with a diabetes diagnosis, which, through detailed analysis of the
data, began to emphasise certain themes.
Across all these, several common issues began to emerge. Some of the main ones
were:




Accessing services – many people mentioned long waits when it comes to
booking in appointments and, in some services, long waits in waiting rooms.
There was also a significant response from working people about a lack of
available services outside of working hours.
How much the specialist knowledge and professionalism of the staff in
services matters to people with a diagnosis, and the people who care about
them.
Equally, people value staff who are friendly and caring and involve them in
their care planning.
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A lack of information, or a loss in contact between services and individuals,
can lead to people feeling unsupported, and can raise anxiety and concerns
about people’s well-being.
The importance of acknowledging the difference between Type 1 and Type
2 diabetes, and the impact on individuals where that doesn’t happen, or where
assumptions are made, particularly by staff, about someone’s condition.
Contradictory messages and/or duplication of appointments between
different services is frustrating and wastes everyone’s time.

The structure of the report is based on the format of the survey, considering the main
themes and priorities mentioned by people with a diabetes diagnosis, and by the
people who know and/or care for them, under the main questions posed in the
survey. Responses from professionals have been listed separately.
What do you like best about the diabetes services (what works really well)?
Of the 441 people who completed the survey as someone who has a diabetes
diagnosis, 354 people told us what they like best about the diabetes services they
already use. When analysing the data based on diagnosis, different experiences of
treatment begin to emerge. There were some clear differences, for example, in the
length of time people had had their diagnoses and, as a consequence, their
relationships with services and associated staff. Please see tables below.
6. How long is it since you received your diagnosis? Type 1 diagnosis
Response Response
Percent
Total
1

Less than 1 year

2.20%

2

2

1-2 years ago

1.10%

1

3

2-5 years ago

1.10%

1

4

5-10 years ago

10.99%

10

5

Over 10 years ago

84.62%

77

answered

91

skipped

0

6. How long is it since you received your diagnosis? Type 2 diagnosis
Response Response
Percent
Total
1

Less than 1 year

13.57%

35

2

1-2 years ago

8.91%

23

3

2-5 years ago

20.16%

52

4

5-10 years ago

24.81%

64

5

Over 10 years ago

32.56%

84

answered

258

skipped

5

16

77 people with a Type 1 diagnosis told us what they liked about diabetes services.
Perhaps unsurprisingly, based on the length of time many of these respondents have
been living with, and accessing services for, diabetes, they described how much they
valued seeing the same staff for their treatment and appointments.
“I have had a named nurse and Consultant Diabetologist since my
diagnosis. I consistently see the same individuals and have been able to
build a very trusting and meaningful relationship with both clinicians.
I have been offered a great deal of support and encouragement by them
and in particular the nurse I see has been amazing. Her knowledge, skill
and experience have been invaluable to me and she has always had time
to see me or speak to me and allay all my worries and fears about my
diagnosis and treatment.”
(Type 1 patient)
…and some people also told us how important it was for them to be involved in
the planning of their own care:
“My Nurse Specialist understands that I know my diabetes better than
anyone, and as such I feel in control of my treatment. I feel I can discuss
how my treatment and control can be improved. I feel that my expertise on
my own condition is recognised and appreciated.”
(Type 1 patient)
“The fact that my hospital consultant treats me like an adult and listens to
my concerns, and works with me to find solutions rather than imposing on
me a one size fits all approach…”
(Type 1 patient)
Whereas continuity of care and more involvement in the planning of their care
seemed to matter to Type 1 respondents, Type 2 respondents’ experiences of care
seem to be much more focused on regular check-ups or reviews.
Of the 77 Type 1 respondents to answer this question, only 4 mentioned the words
“check-up” or “review” – 5% of respondents. On the other hand, 64 of the 207 Type 2
respondents to answer this question mentioned “check-up” or “review” – 31% of
respondents, and many elaborated why these check-ups are so important to them:
“I like the fact that certain people are keeping a close check on my
diabetes.”
(Type 2 patient)
“Feel reassured by regular check-ups.”

(Type 2 patient)

“Need more help and more reviews. Only get one per year. More help to
lose weight. Meeting others who have the same problem to help with ideas,
etc.”
(Type 2 patient)
Respondents answering with a diagnosis of gestational diabetes valued the
friendliness of staff highly, with 12 of the 44 respondents – 27%, mentioning friendly
or supportive staff:
“Everyone is friendly and on the ball.”

(Gestational diabetes patient)

“The doctors and nurses are all fantastic, supportive and reassuring. I like
that they closely monitor you. You feel in very safe hands!!
(Gestational diabetes patient)

Some people who responded to this question, who stated they had a diabetes
diagnosis, and were from a BAME background (87 respondents), mentioned the
17

importance of being able to access culturally or ethnically appropriate services in
order to get the best outcomes from their treatment:
“When she gets appointments with a doctor who speaks the same
language, or there is a staff member who can.” (Asian/Asian British Pakistani
carer)

“The Sadee Smile* was extremely helpful, as it allowed me to understand
my Diabetes in my own language.” (Asian/Asian British Pakistani patient)
*(The Sadee Smile project was a 9 month pilot aimed at improving self-management of Type 2 diabetes within South
Asian communities, running as an 8 week structured diabetes education programme tailored specifically for South Asian
patients, and delivered in community languages (Urdu and Punjabi) in Beeston, Chapeltown and Harehills in 2016).

Many respondents underlined the importance of seeing friendly and caring staff who
know what they are talking about, and can provide clear and reliable advice to the
patients in their care:
“Diabetes specialist consultant and nurses with in-depth and detailed
knowledge of Type 1.”
(Type 1 patient)
“Trust the diabetic nurse I see; she tells it like it is.”

(Type 2 patient)

“All the assistance and extra knowledge that was given to help cope with
diabetes, and also just the general information.”
(Type 2 patient)
“Knowledge of staff about new technologies.”

(Type 1 patient)

“Friendly staff, and fabulous advice from dietician; took time to explore my
questions.”
(Gestational diabetes patient)
22 people also stated that they found the various structured education courses
invaluable in learning more about their condition, and improving their own selfmanagement skills:
“Desmond course is really informative and good for a revision too.”
(Type 2 patient)

“The LEEDS Programme was an excellent course, attended over a 3 week
period.”
(Type 2 patient)
“The DAFNE course. I attended a few years back; was fantastic. I learnt so
much I did not know. I believe this is a must do course.”
(Type 1 patient)

The structured diabetes education programmes also received positive feedback from
some of the focus groups facilitated by VAL:
“The educational programmes (on lifestyle and dieting) are really good, but
they only last about eight weeks, which I don’t think is long enough
because the patients need that continued guidance with lifestyle and
nutrition.”
(Touchstone BME Support Group Participant)
15 out of the 57 responses (26%) from people who know, or care for, someone with a
Type 1 diabetes diagnosis about what works well, mentioned the children’s diabetes
service at St James’s Hospital:
“My son has a dedicated nurse, dietician and consultant so he receives
18

consistent care. We have 24/7 access to the diabetes team through the
diabetes nurses and the hospital.” (Someone who cares for a Type 1 patient)
“The consultant and DSNs are all extremely knowledgeable, and they
listen to what we as a family say.” (Someone who cares for a Type 1 patient)
11 of the 54 responses (20%) from people who know, or care for, someone with
Type 2 diabetes, gave the diabetic retinopathy services positive feedback:
“…the only thing that seems to work properly is the retinopathy
screenings.”
(Someone who cares for a Type 2 patient)
“Been to podiatrist and to have his eyes tested. Lots of help out there.”
(Someone who cares for a Type 2 patient)

What works well? – Top 10 answers (based on number of responses from all
respondents with a diagnosis)
Annual/regular check-ups and reminders
Friendly, caring staff who involve me in my treatment
Useful tips/information/advice
Helpful GP
Retinal screening
Accessible, available (sometimes local) services
Structured education courses (inc. DAFNE)
Knowledgeable specialist staff
Dietitian/dietary advice and support
Foot health

67
60
31
30
28
25
22
21
13
13

Professional Survey Responses
Via the online survey, staff and professionals involved in managing and delivering
services to people with a diabetes diagnosis were asked to tell us three things that
they think work really well with the existing diabetes service provision in Leeds.
Of the 55 professionals who completed the survey, 47 told us 1 thing that works well,
40 told us a second, and 28 told us a third thing that works well – slightly more people
were able to tell us things that didn’t work so well (pg 23).
Structured education courses, and particularly the LEEDS Programme (which is
offered to anyone who has been newly diagnosed with Type 2 diabetes, or has had a
diagnosis in the past 12 months, and is registered with a Leeds GP) scored the most
highly, with 15 mentions:
“The LEEDS programme; many patients have mentioned that they have
learnt more about diabetes self-management in 7.5 hours than they have
done in years of using their primary care service.”
“LEEDS programme has made it much easier to get patients onto a
course.”
Many people mentioned the quality of the staff and teams who deliver services,
their expertise and collaborative approach, and the benefits of multi-disciplinary
approaches:
“Specialist diabetes teams have good knowledge and generally offer
good support.”
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“Some very knowledgeable, experienced, motivated practice nurses and
healthcare assistants.”
“Joint clinics with dietitians and Diabetes Specialist Nurses. These save
time, avoid duplication of information, and improve quality of advice given
to patients.”
“Knowledgeable and compassionate healthcare professionals.”
“Effective management of diabetes in pregnancy.”
9 people also mentioned the foot care service:
“Provision of the Foot Protection Service to help educate and advise
patients with a diabetic at risk, or high risk acute/non acute foot.”
“Easy access to footcare.”

What doesn’t work so well (what could be improved)?
Appointments and Waiting Times
We received 288 responses, from people with a diagnosis, about what doesn’t work
so well, or could be improved. Issues to do with availability of, and waiting for,
appointments came top of the list, being raised by 23% (67) of respondents. This was
particularly evident in responses from people with a gestational diabetes diagnosis –
of 30 respondents who answered this question, 15 mentioned long waiting times, and
2 more simply stated “Busy”.
Some of the comments highlighted particular issues for people who struggle to
access services because they work full time, and for other people who are frustrated
by being asked to attend appointments at their local GP practice and then at the
hospital – seemingly duplicating appointments and wasting time:
“Getting an appointment to have my bloods taken at my GPs, and then
getting an appointment to see the practice nurse is very difficult to coordinate as I work full time.”
(Type 2 patient)
“I have a busy managerial job and it's frustrating to have the same blood
tests twice - once for hospital app and once for GP long term condition
review. And then waste a GP app someone else could have just for GP to
make a file note that says 'seen in hospital clinic'... they get a letter from
consultant anyway.”
(Type 1 patient)
“Long waiting time. Lack of organisation It's like a free for all, not
structured, seen whenever.”
(Gestational diabetes patient)
“Times of appointments and having to take daughter out of school. Some
of the appointments I feel could be done via the phone or Skype to save
time and money.”
(Someone who cares for a Type 1 patient)
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“Time of appointments not helpful if in full time employment, particularly for
blood tests which have to occur before 16.00!”
(Type 2 patient)
“Massive waiting lists, so if consultant says next appointment in 3 months, I
know it will be at least 7 months before I get one.”
(Type 1 patient)
Feeling Unsupported
Feeling unsupported, or anxious, about their condition or treatment was another
issue which was expressed in many different ways, but seemed to be a fairly
common theme from respondents with Type 1 or Type 2 diagnoses (no-one with a
gestational diabetes diagnosis mentioned this), and from some of those caring for
someone with a diagnosis:
“Newly diagnosed patients being left to fend for themselves. No ongoing
help or support being offered to understand and manage the condition.”
(Type 2 patient)

“Contact with diabetes nurses – they never reach out to you, it’s always
you that has to reach out to them. If you are someone with diabetes,
sometimes it’s nice knowing that there are people there to support you,
which it doesn’t feel like there is at the minute.”
(Type 1 patient)
“Needs a lot more help, and support with diet. Feels he doesn’t have the
knowledge to make the best choices. Advice has been about what he
can’t do rather than what he can.” (Someone who cares for a Type 2 patient)
“You can go off the radar very easily, and they don’t call you to go in for
checks, etc.”
(Type 2 patient)
“No clarity about what test results mean, what should and shouldn’t worry
about - as a result of poor comms with services he has now developed
quite bad health anxiety and has lost all confidence in himself and how to
manage his condition, having an overall negative affect on both mental
and physical health.”
(Someone who cares for a Type 2 patient)
Conflicting Advice
Several respondents with a diagnosis, and people who care for them, reported
frustrations with conflicting and sometimes contradictory advice about their diagnosis
and treatment:
“I was told I was borderline diabetic by doctor, but was told I had
diabetes by the nurse. So I ain’t sure who to believe.”
(Unsure/other diagnosis patient)

“Advice given at GP is poor, often contradicts DSN. Been waiting 2 years
for podiatrist appointment – 1st referral was denied. After 16 years still
don’t know if Type 1 or 2 – different people contradict each other.”
(Unsure/other diagnosis patient)

“Some of the diet advice seems outdated and conflicting e.g. eating
cereal and fruit shoots my numbers up and low-fat has more sugar.”
(Gestational diabetes patient)
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“Consistency /awareness – I have recently changed GPs. At my previous
practice I was told that they would no longer prescribe prescriptions for
testing strips/lances as it was no longer clinically effective. Not so, I am
informed by my new practice. Who’s correct?”
(Type 2 patient)
“Not that confident in the knowledge of the practice nurses. There doesn’t
seem to be any continuity of care and different practitioners offer different
advice which is confusing.”
(Type 2 patient)
Access to Equipment
Access (or lack of) to medical equipment, or technology, was another area which
several respondents felt frustrated about:
“No provision of test strips or testing equipment to help me manage the
condition, even though I no longer need expensive medication.”
(Type 2 patient)

“Major problem is not being provided with test strips and lancets for home
monitoring.”
(Type 2 patient)
“No conversation about pump/CGM technology, even though it is benefit
in QoL and clinical outcome measures for a motivated patient. Even
though guidelines are strict, these have not even been discussed at any
appointment.”
(Type 1 patient)
“You are cutting down on testing strips, etc. It will cost NHS very dearly.
Patients living without a leg, blindness, glaucoma, heart attacks, etc.
Disability is very expensive to deal with. Are you getting my point?”
(Type 2 patient)

BAME (black, Asian, and minority ethnic) Communities
Respondents from BAME communities cited many of the same issues, but also
mentioned struggling with language barriers – the difficulty in accessing interpreters;
“If doctor does not speak Punjabi, then it is difficult”, and a lack of information
translated into different languages. An underlying theme from the BAME focus
groups was a desire for more and accessible community based clinics and services:
“Due to increased prevalence in African Caribbean community, would like
to see more prevention information.”
(Black/Black British Caribbean carer)

“Information regarding diet for non-British diets.” (Chinese Type 2 patient)
“Living with Diabetes is very hard...my sugar levels go up and down
regularly. I have gained weight, which is affecting my other long-term
health conditions. My family support me all of the time. Language is a big
barrier, even though I have my family.”
(Asian/Asian British Pakistani Type 2 patient)

“I need to take my relatives as they don't give interpreters so I feel like a
burden. Don't give you a lot of time to express how you feel at doctors.”
(Asian/Asian Bangladeshi Type 2 patient)

22

What doesn’t work so well? – Top 10 answers (based on number of responses from all
respondents with a diagnosis)
Appointment availability
Lack of support
Waiting times
Continuity of care (including follow-up)
Poor communication
Lack of access to medical equipment
Lack of specialist knowledge
Contradictory advice
Accessibility issues
Cultural barriers (Language and dietary advice)

40
33
27
22
19
14
13
11
10
9

Professional Survey Responses
Of the 55 professionals who completed the survey, 51 told us 1 thing they thought
wasn’t working so well with existing diabetes service provision, 43 gave us a second,
and 35 gave us a third:
16 respondents mentioned waiting times, for a range of different services:
“Waiting times, especially foot clinic and community diabetes team.
Seems to be large variation in waiting times between the different teams
– Why?”
“Long delays for insulin initiation at LCH.”
“Waiting times, both at specialist centres and in the community team.”
However, scoring more highly than waiting times, frustrations with a lack of
joined up services and fragmented provision were mentioned by 25
respondents:
“The link between GP referral and the NHS NDPP seems disjointed in
some areas.” (NDPP = National Diabetes Prevention Programme)
“No partnership with primary care and secondary care and community
diabetes team.”
“Communication between community podiatry and limb salvage upon
discharge of the high risk patient from LTHT.”
“Not sure how the interface between community and hospital services
works.”
Almost as many respondents (22) highlighted capacity issues within services,
including difficulties in recruiting the necessary staff:
“Workforce changes and difficulties recruiting/retaining staff resulting in
lack of confidence and skills in diabetes management in general
practice.”
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“Primary care requires additional investment to be able to offer an MDT
type service for their patients, which could be in a group consultation
type model, which would give patients support from others living with the
condition.”
“Practice nurse capacity to support diabetes.”
Respondents also mentioned a lack of culturally appropriate services:
“Lack of provision for BME communities.”
“No apparent help for the Asian community.”
Issues relating to overcomplicated IT and admin systems also received several
comments:
“No central point for communication – too many admin teams.”
“Too many different IT systems.”
Professionals were also asked to feed back the most common complaints/issues they
hear about from patients regarding local services. 47 respondents answered this
question, with the most common response being to do with waiting times. Almost half
of respondents mentioned this:
“The time they have to wait between appointments. Often insulin is initiated
and then not followed up in a timely manner; therefore improvement in care
takes a long time. If patients could be seen in a timely manner, they could be
managing their own diabetes in a smaller time frame. In turn this will improve
their outcomes and reduce caseloads and wait times for the service.”
Professionals also mentioned patients feeling unsupported and there being a lack of
information available:
“Limited information about their results e.g. HbA1c or other test results,
and what they mean.
Limited information about how they can look after themselves.
Limited information about why it’s important.”
Professionals were also asked to consider the following questions:
 If you could change one thing about diabetes care in Leeds, to make the most
positive difference to patients, and their carers, you work with, what would that
be?
49 professionals responded to this question, with the most common response (12)
relating to the need for better integration of, and collaboration between, services:
“Collaborate with social prescribing services so that patients are better
able to improve their quality of life through finding support and gaining
access to community activities. By improving quality of life, people will
find it easier to live more healthily.”
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Respondents mentioned looking at managing patients differently, the idea of introducing
health coaching to support patients to better self-manage their condition, the desire to
introduce more education, earlier on, and more support for patients who are pre-diabetic.
“Education. Perhaps even in schools, it needs to start early. Education
on the difference between type 1 & 2.”
Several people mentioned gaps in the provision of support for BAME communities,
and for people with mental health issues:
“Have a dedicated Asian language team that spends time in the
community, speaks some relevant languages to engage with the patients
and community leaders, and attempts to change attitudes to diabetes
and diet.”
“More collaborative working between mental health and physical health.
Currently this doesn't appear to happen and leads to service users with a
mental health diagnosis, or within a mental health inpatient setting, not
receiving the same level of care and support as those without a mental
health diagnosis. This is partly the role of the specialist diabetes services
but it is also an issue within mental health services as mental health
nurses have limited knowledge of how to support people with diabetes.”


If you have worked in services within other areas, or with colleagues from
other areas, are there key things/initiatives that we should be exploring in
Leeds?

Education and upskilling of existing staff was the most common theme from the 28
responses to this question:
“Training for staff, working with HEIs to encourage more physical health
(inc. diabetes) on the mental health nursing courses?”
“Upskilling primary care staff (all roles) to improve their ability to support
patients with diabetes and consider the holistic picture…”
“Review the activity of medical staff supporting diabetics and re-skill mix
to provide additional specialist nurses and specialist dietitians.”


What do you see as the biggest barrier to delivering care in your role, and
what do you see as the solution?

There were 49 responses to this question, the overwhelming majority of which stated
that a lack of resources (including time, staff, expertise, understanding, knowledge,
collaboration, medical support and estate) is seen as the biggest barrier to delivering
care:
“Amount of workload, as there are so many patients under the care of
the specialist service, I feel I am sometimes unable to provide the care
and time I would like to my patients.”
“…I find that people are wanting a better outcome, but are reluctant to
change the way that they are working. New ideas, initiatives, systems
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that I have worked with previously are frequently dismissed as it’s not
the Leeds way.”
“Lack of a joined up care pathway, which prevents a seamless service
for diabetes management. Solution being a city wide diabetes service
including dietetics covering all three trusts (LTHT, LYPFT and LCH).”


Is there anything else you would like to tell us about your experience of
providing health and care services to people who are living with diabetes in
Leeds?
“Overall it is very good, but there needs to be a greater emphasis on physical
activity.”
“For the most part, my experience has been extremely positive, there are just
a few operational issues which need ironing out which would make the service
even better.”
“It strikes me that there has been a lack of investment in the past (possibly)
but the strategy is very exciting and I've already seen so much enthusiasm
and passion to improve services.”

The examples given here are just a small sample of the answers given. Many
professionals took the time to provide detailed answers to these questions, full
transcripts of which are available from page 51 of the report appendix.
Self-management advice and support
People with a diabetes diagnosis, and people who know or care for them, were asked
to pick from a list of options, which advice and support would help them to deal with
their own personal experience of diabetes.
Patient responses:
12. What self-management advice and support do you need as a patient?
Response Response
Percent
Total
1

Weight management

57.07%

230

2

Healthy eating/dietary

59.80%

241

3

Physical activity

44.67%

180

4

Insulin management

21.84%

88

5

Podiatry/feet advice

37.47%

151

6

Mental health/emotional support

26.55%

107

7

Other (please explain):

18.11%

73

answered

403

(Of those that said ‘Other’, 9 stated they needed no other advice or support. The remainder of
respondents mentioned general information, for example on machine management, checking and
monitoring equipment, etc., advice and education).

Weight management and particularly healthy eating/dietary advice scored highly for
all respondents, as shown in the tables above and below. However, on further
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analysis, differences in responses become more apparent depending on filtering for
diagnosis, age or whether the respondent is a patient or a carer.
Carer responses:
23. What information or advice would you like to help you support the person you know?
Response Response
Percent
Total
1

Weight management

41.90%

44

2

Healthy eating/dietary

64.76%

68

3

Physical activity

51.43%

54

4

Insulin management

37.14%

39

5

Podiatry/feet advice

38.10%

40

6

Mental health/emotional support

48.57%

51

7

Other (please explain):

23.81%

25

answered

105

(People gave a variety of responses in the ‘Other’ category, however the most common theme was for
more general information, advice and support.)

For example, people responding to this question who have a Type 1 diagnosis, listed
Mental health/emotional support for themselves as being the 5th most important form
of advice and support they would need as a patient (36%). In response to the same
question, people who know or care for someone with a Type 1 diagnosis listed
Mental health/emotional support as being the most important form of advice and
support they would need (56%). Across all respondents, carers gave support re
mental health a higher priority than people with a diabetes diagnosis.
Additional tables filtered according to diagnosis, etc. are available on page 81 of the
report appendix.
Is there anything else you would like to tell us about your experience of
living with, or caring for someone living with, diabetes in Leeds?
There were 185 responses to this question from people with a diabetes diagnosis,
and 58 from people who care for someone with a diagnosis. People took the
opportunity to tell us about a wide range of ways their lives have been affected by
diabetes; some of them positive, some negative, some about the services they use,
and others about the wider impact of living with diabetes:
“There are not a lot of T1D people around and it is difficult to learn about
new advances in treatment. I have a fear of hypos after several instances
that resulted in a coma which makes me anxious about being more
physically active. There is a lot of prejudice against people with diabetes.”
(Type 2 patient)

“Focus can often be on type 2 diabetes and type 1 not given as much
attention. Services often geared towards people who don't work.”
(Type 1 patient)

“Since my diagnosis I have always been treated, by all I have come into
contact with, very well and with the utmost respect.”
(Type 2 patient)
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“No one realises how hard it is to live with the problems. Swelling, cramp,
pain in feet and legs, feeling unwell, nausea, blurred vision, dizzy upset
stomach from foods out of the blue it's as if diabetes is treated as if it is
your fault so deal with it and symptoms are ignored and the seriousness of
the illness is just pushed to one side. Throw pills at the problem and it will
go away.”
(Type 2 patient)
“There really needs to be a mixture of clinically approved off and online
support. Out of hours access to DSN is crucial expect in early days.
Weekends are very scary with a child living with type 1.”
(Someone who cares for a Type 1 patient)

“Do not go to the LGI if you are diabetic. When I was first diagnosed we
had a diabetic clinic, new machines, talks, questionnaires and someone
who cared.
I recently had a stroke, last November and went onto the stroke unit.
Excellent treatment and care. I was in there about 3 weeks. First week I
couldn't eat, I was on a feeder bag into my stomach. Pure carbs! I asked
for a diabetic nurse. 2nd week the food was atrocious, porridge with dollop
of syrup on white toast, no food for diabetics.
Again asked for diabetic nurse - was told we don't have any diabetic
nurses in LGI, what? They sent one from Jimmy's who quickly sorted out
the problem but I then went onto ordinary hospital food (Eeek!) Jam
sponges, biscuits etc. I was glad to get home to try and sort myself out.”
(Type 2 patient)

“Being an adult type 1 diabetic is a big commitment in terms of
appointments and can be a bit isolating - I have been diabetic for over
thirty years and I know one other adult type 1 diabetic. Appointments do
not decrease if your condition is well managed, so it is a commitment
forever. The understanding of capable specialist teams has been really
valuable to me in negotiating this. The transition from child to adolescent to
adult care feels like a process of becoming less and less important due to
the growing number of type 2 diabetics in the adult population.”
(Type 1 patient)

“Once diagnosed I was left alone - did not know how it affected me and felt
totally by myself.”
(Type 2 patient)
“Mental health is a massive issue with managing diabetes. The distress of
having to watch everything you eat and how much you move and then
guess how much insulin to use is very upsetting.”
(Someone who cares for a Type 1 patient)

“Having someone who could listen and not judge about eating habits,
unlike dietitians who look at you with disgust, so you don't open up.”
(Type 2 patient)

Accessing Health Services
All responses to the previous question are available in the report appendix, as is
more detailed information on the responses to how people currently access health
services (appendix page 68), and what services they would be prepared to use, if
they became available. Please see tables overleaf.

28

Accessing health services - people currently use, or not
350
300
250
200
150
100
50

I do use

0

I don't use

Accessing health services - people would use, or not
180
160
140
120
100
80
60
40
20
0

I would use
I wouldn't use

Overall, more people stated that they do not currently use most of the services listed;
only online diabetes/health websites, hospital attendance and local GP surgeries
scored more for “I do use” than “I don’t use” in the first table, above. As the second
table shows, however, the majority of respondents stated that they would use every
service mentioned, except for Skype/online interactive sessions.
Some respondents had experienced services in other towns and cities, and
commented on the differences they experienced between services in Leeds and in
other places:
“I’ve lived in Lincolnshire and Sheffield and Leeds - Leeds has been the
best city for diabetes care. It is up to date with equipment and accessibility
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- I currently use an insulin pump and a Dexcom CGM, all funded and
supported through the NHS. The consultants I have encountered have all
been good, especially my preconception and pregnancy consultant.
Through pregnancy I had a specialist diabetes midwife - a true godsend at
a stressful and worrying time.”
(Type 1 patient)
“Coming from Leicester originally I find Leeds diabetic service less
attentive to my health needs. I am a stable diabetic but I worry that due to
my stability I can be forgotten.”
(Type 1 patient)
“I wish I never moved here - it was the worst mistake of my life, I have
always had excellent diabetes care and had heard people speaking about
the 'postcode lottery' - when it comes to healthcare I had never
experienced it before. I never thought diabetes would have a negative
impact on my life and health but after a recent incident involving care from
Leeds diabetic services I am so concerned for my future I have transferred
to another hospital.”
(Type 1 patient)
“Very comprehensive and timely checks. We are new to Leeds and have
been very impressed how quickly appointments have been arranged.”
(Type 2 carer)

Many people contributed detailed responses to the survey. The quotes above provide
brief examples from respondents with diagnoses, the people who know and care for
them, and the professionals who deliver the services to them, in order to summarise
some of the main themes which have come to light through analysis of the survey
data. Full transcripts of the responses to the main survey questions are available in
the report appendix.
Thank you to all those who completed surveys, both paper copies and online, and to
those who made the surveys available to their patients, colleagues, friends and
families.
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Assessment of Equality Impact
Evidencing that we have considered the impact our activities will or may have on
patients and the public, and identifying changes we can make to reduce or remove
any negative impacts is a statutory duty. Our equality analysis and engagement plan
identified a number of groups we should particularly consider and engage with more
closely as we work to develop a comprehensive strategy which improves the lives of
all people in Leeds:
Protected
characteristic
/group or
relevant
groups
Age

Positive or negative impacts/issues identified

All responses, by age:
Response
Percent

Response
Total

1

Under 16

0.00%

0

2

16-25

2.50%

14

3

26-35

16.96%

95

4

36-45

18.04%

101

5

46-55

21.25%

119

6

56-65

19.64%

110

7

66-75

10.89%

61

8

76-85

7.50%

42

9

86+

1.96%

11

10

Prefer not to say

1.25%

7

Type 1 diabetes can occur at any age, but is most commonly diagnosed from infancy to the
late 30s. Type 2 diabetes usually affects those over 40, or 25 if you’re of South Asian descent.
The proportion of people who have diabetes increases with age: 9% of people aged 45 to 54
have diabetes, but for over 75s it is 23.8%. Diabetes at older ages has even bigger health
implications as people are more likely to be suffering from other diseases, particularly
cardiovascular diseases.(https://www.gov.uk/government/news/38-million-people-in-england-nowhave-diabetes)

Almost 40% of people who responded to our survey had been living with their diabetes
diagnosis for over 10 years:

6. How long is it since you received your diagnosis?
Response
Percent

Response
Total

1

Less than 1 year

23.22%

101

2

1-2 years ago

5.98%

26

3

2-5 years ago

13.56%

59

4

5-10 years ago

17.70%

77

5

Over 10 years ago

39.54%

172

answered

435
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Protected
characteristic
/group or
relevant
groups
Children with
diabetes and
their families
and carers

Positive or negative impacts/issues identified

Type 1 diabetes is the main form affecting people in childhood, and transition from children’s to
adult services can be difficult.
We received several positive comments about the Children’s Diabetes service, and some
concerns about the transition to Adult services:
“The whole children’s team are amazing. We never feel left alone in delivering care. Their
support is incredible” and “Child friendly. Supportive and encouraging to whole family.”
“The adult diabetes department is vastly different, having experienced it with another Type 1
relative, they are not technology positive or forward thinking…” (Type 1 carers)

Disability
(Including
sensory
impairment
and long term
conditions)

Some people with diabetes develop serious complications with their eyes, called diabetic
retinopathy. Diabetes makes you 1.5 times more likely to get glaucoma and 3 times more likely
to get cataracts. Both can lead to blindness. (https://www.diabetes.org.uk/guide-todiabetes/complications/retinopathy)

Although, not many people mentioned diabetic retinopathy, glaucoma, etc. when listing other
long term conditions, retinopathy services scored the highest in the list of services people
were using to help with their condition:

8. What diabetes services do you use?
Response
Percent

Response
Total

1

Community Diabetes Service

11.98%

52

2

Structured education classes

8.29%

36

3

Foot protection service

14.75%

64

4

Diabetic Retinopathy (eye)
screening reviews/appointments

66.82%

290

5

Hospital based outpatient
services

33.41%

145

6

One You Leeds

1.15%

5

7

Hospital based inpatient services

5.07%

22

8

Local GP

63.82%

277

9

Unsure

1.61%

7

10

Other (please specify):

8.06%

35

answered

434

skipped

178

In response to a later question relating to disability, four times more respondents stated they
had hearing impairments (22) than visual impairments (5).
Over half (54%) of those who answered the question on long-term conditions stated that
they had at least one other long-term condition as well as diabetes.
324 respondents answered this question, of which 145 stated “No”, “None”, “N/A” or similar,
meaning that 179 (40.58% of those who have a diabetes diagnosis) respondents listed at
least one long-term condition. Several respondents listed multiple conditions.
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Protected
characteristic
/group or
relevant
groups

Positive or negative impacts/issues identified

The most common responses were:Long-term condition
High blood pressure
Arthritis (inc. rheumatoid, osteo, etc.)
Heart issues (inc. bypass, attack, etc.)
Depression
Asthma
Mental Health
Thyroid (Underactive and Hyper)
High Cholesterol
Anxiety
COPD

No. of responses
30
26
20
17
16
15
15
10
8
8

In answer to the disability question in the equality monitoring section, 116 respondents stated
they were disabled (21%), 418 were not, and 18 preferred not to answer. People gave further
detail as follows:

39. If yes, what type of impairment? (tick all that apply)
Response
Percent

Response
Total

1

Long standing illness

54.01%

74

2

Physical impairment

31.39%

43

3

Learning disability

3.65%

5

4

Mental health condition

22.63%

31

5

Hearing impairment (such as deaf
or hard of hearing)

16.06%

22

6

Visual impairment (such as blind
or partially sighted)

3.65%

5

7

Prefer not to answer

4.38%

6

8

Other (please specify):

5.84%

8

answered

137

skipped

475

Only 5 survey respondents indicated that they had a learning disability, 3 female and 2 male.
One of the Engaging Voices’ focus groups took place in Leep1 café, at Leeds People First - a
local group for people with learning disabilities and their carers. 8 people (7 carers)
participated.
Feeling safe was important to the participants, and they valued the opportunity to access
weight management sessions at Leep1. Accessing regular hospital appointments, and
experiencing the associated waits, brought on confusion, anxiety, fear and feelings of being
lost: “Even if you’ve booked a certain time for your appointment, you’re still waiting for it
anyway, so you feel terrible inside yourself.”
Group participants stated that they would find text, social media, Skype or email services
useful, if there was some guidance on how to make the most of it: “I would like to be able to
use the phone and then get a text message so that I can show my dad.”
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Protected
characteristic
/group or
relevant
groups
Ethnicity

Positive or negative impacts/issues identified

As with age, there are risk factors related to ethnicity and medical history, which cannot be
controlled or prevented. In relation to Type 2 diabetes, these include:
• a family history of Type 2 diabetes
• being older than 25 for some black and minority ethnic (BAME) groups
• certain ethnicities – People of African and African–Caribbean descent are 3 times more likely
to have Type 2 than the white population, and the South Asian population living in the UK are
up to 6 times more likely to develop Type 2 than the white population.
(https://www.gov.uk/government/publications/health-matters-preventing-type-2-diabetes/health-matterspreventing-type-2-diabetes)

Please see ethnicity breakdown of all survey respondents:

40. What is your ethnic background?
Response Response
Percent
Total
1

White British

72.79%

404

2

White Irish

2.16%

12

3

Gypsy and Irish Traveller

0.36%

2

4

Mixed White & Black Caribbean

0.36%

2

5

Mixed White and Black African

0.36%

2

6

Mixed White & Asian

0.90%

5

7

Asian/Asian British Indian

5.95%

33

8

Asian/Asian British Pakistani

5.77%

32

9

Asian/Asian British Bangladeshi

1.44%

8

10

Black/Black British Caribbean

2.16%

12

11

Black/Black British African

0.90%

5

12

Chinese

0.36%

2

13

Arab

0.90%

5

14

Prefer not to answer

1.98%

11

15

Other (please specify):

3.60%

20

answered

555

skipped

57

The table overleaf provides a breakdown of reported diabetes diagnosis according to ethnicity.
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Protected
characteristic
/group or
relevant
groups

Positive or negative impacts/issues identified

White British
White Irish
Gypsy and Irish
Traveller
Mixed White &
Black Caribbean
Mixed White and
Black African
Mixed White &
Asian
Asian/Asian British
Indian
Asian/Asian British
Pakistani
Asian/Asian British
Bangladeshi
Black/Black British
Caribbean
Black/Black British
African
Chinese
Arab

Type 1

Type 2

Gestational

Total

70 (25%)
1
0

183 (65%)
4
0

27 (10%)
0
0

280
5
0

2

0

0

2

0

2

0

2

0

3

2

5

2 (9%)

17 (74%)

4 (17%)

23

3 (15%)

15 (75%)

2 (10%)

20

0

5

3

8

1

7

0

8

0

1

3

4

1
0

1
1

0
3

2
4

Percentages only provided for groups of 20+ respondents

The Leeds Voices’ focus groups sought to elicit the opinions of more seldom heard
communities, including Health for All’s older Bangladeshi women’s group, the Sikh Elders and
the Touchstone BME support group. 20 participants contributed to the sessions – common
themes from these sessions were the desire for more community based services, and support
to improve self-management of their condition.
Comments from BAME respondents:
“Lack of awareness, particularly at risk population—- still eat high sugar / calories food in all
community gathering in temples.”
(Asian/Asian British Indian patient)
“In South Asian household mostly wife cooks and it will be beneficial for a diabetic person if
she gets some information from the diabetic centre and teach her how much salt, oil and other
healthy food to cook.”
(Asian/Asian British Pakistani patient)
“I would like to think and say to my community to be careful by taking sugar and how much
calories you are burning. Always be careful about physical activities and exercise to control
sugar. Always be careful about cleanliness of your body.”
(Asian/Asian British Indian patient)
Gender
Slightly more men than women have been diagnosed with diabetes. Audits suggest that about
56 per cent of all adults with diabetes in the UK are men and 44% are women.
(https://www.diabetes.org.uk/resources-s3/2017-11/diabetes-key-stats-guidelines-april2014.pdf)
By 2050 obesity will affect 60% of adult men and 50% of adult women (NHS England Impact
Analysis of implementing NHS Diabetes Prevention Programme, 2016 to 2021)

Of the respondents who completed the survey as ‘someone who has a diabetes diagnosis’,
274 were female and 140 male. One respondent stated they were Non-Binary and 4 people
chose not to answer.
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Protected
characteristic
/group or
relevant
groups
Gender
reassignment

Positive or negative impacts/issues identified

Our Equality Impact Analysis did not raise any specific issues re gender reassignment.
34 survey respondents (6.63%) stated that their current gender identity is different to the sex

they were assumed to be at birth. However, we are aware that there is an issue with
people misunderstanding this question, so that the response is unreliable.
Sexuality

Our Equality Impact Analysis did not raise any specific issues re sexuality.
16 respondents described their sexuality as lesbian, bisexual or gay, whilst 24 respondents
stated they preferred not to say, and 2 picked ‘other’.

Pregnancy/
Maternity

Approximately 700,000 women give birth in England and Wales each year, and up to 5% of
these women have either pre-existing diabetes or gestational diabetes. Of women who have
diabetes during pregnancy, it is estimated that approximately 87.5% have gestational diabetes
(which may or may not resolve after pregnancy), 7.5% have type 1 diabetes and the remaining
5% have type 2 diabetes. The prevalence of type 1 diabetes, and especially type 2 diabetes,
has increased in recent years. The incidence of gestational diabetes is also increasing as a
result of higher rates of obesity in the general population and more pregnancies in older
women (https://www.nice.org.uk/guidance/ng3/chapter/introduction)
52 survey respondents stated they had been diagnosed with gestational diabetes, and 71
(14.9%) women stated that they were pregnant at that time.

Deprivation

Individuals from more deprived backgrounds face greater challenges in making healthier
lifestyle choices. Deprivation has no effect on developing Type 1 diabetes as it is not lifestyle
related. Prevalence of Type 2 diabetes is 60% more common among individuals in the most
deprived quintile compared with those in the least deprived quintile in England.
The Indices of Deprivation 2015 provide a set of relative measures of deprivation for small
areas (Lower-layer Super Output Areas) across England, based on seven domains of
deprivation.
Leeds has 14 of the 3,284 neighbourhoods which rank as these most deprived, or highly
deprived, neighbourhoods in England, based on six or all seven of the following domains of
deprivation:
 Income Deprivation;
 Employment Deprivation;
 Health Deprivation and Disability;
 Education, Skills and Training Deprivation;
 Crime;
 Barriers to Housing and Services; and
 Living Environment Deprivation.
(The English Indices of Deprivation 2015 Statistical Release 5)
These areas come under the following Leeds postcodes: LS8, LS9, LS10, LS11, LS12, LS14
and LS15.
Of the 537 survey respondents who provided the first part of their postcode, 497 were from
Leeds, and 213 of those (39.66%) listed one of these postcodes. 7% stated they did not have
a Leeds postcode.
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What are the key themes and recommendations from the
survey feedback?
We identified some of the key themes from the patient, carer and professional
feedback and made a number of recommendations to our commissioners. Some
action is already being taken as outlined in the table below.

Themes identified

Recommendations

Waiting! Whether waiting longer for follow-up
appointments, or spending too long in waiting
rooms, respondents, carers and professionals
alike agree that there is an issue with waiting
times for diabetes services.

Proposal for a Single Point of Access and the
further integration of specialist teams (Leeds
Teaching Hospitals NHS Trust and Leeds
Community Healthcare NHS Trust) should have a
positive impact on this. In addition, giving
consideration to other ways of delivering support
e.g. skype, virtual clinics, etc. should help to
increase access.
Technology is key – improved access to information
for healthcare professionals and people living with
or caring for someone with diabetes i.e.
development of the electronic health record, PPM+
(Leeds Care record) and HELM (person held
record) which should help reduce unnecessary and
duplicate appointments.
This includes HELM (as within recommendation #2)
and work already underway to standardise the
resources available to ensure consistency of
information. People living with or caring for
someone with diabetes are involved in this work.
Work to address this already includes Diabetic Foot
and My Diabetes leaflets translated into different
languages and services required to address
specific languages and cultural needs (e.g. LEEDS
Programme for Type 2). Keen to develop further
and access and learn from existing resources that
are available.
Utilise existing literature and resources already
available, e.g. from Diabetes UK, JDRF and ensure
that we are promoting this as widely as possible
(e.g. standardisation of information as well as
promotion to the general public).
As within recommendations 1& 2. Specific focus on
improvements to pathways such as mental health
support, and addressing practical issues such as
multiple IT systems, admin teams, etc.
We need to continue to work with patients and
carers and involve them in decision-making. We will
build on the collaborative care and support planning
framework (CCSP), which recommends a proactive
holistic, flexible, and tailored approach to care, and
recognises the individual as an expert in their own
care. Plus Better Conversations work across the
city – establishing conditions to support both people
living with or support someone with diabetes and
the professional involved in their care are on an
equal footing (i.e. removing implication that
professional knows more about the condition). As
with recommendation 5, to ensure that we

Reducing unnecessary
appointments/duplication.

People at all stages of diagnosis, and their
families and carers need to be keep updated
with clear, reliable information about their
diagnosis and about self-management and
self-support advice and guidance.
There is a lack of culturally and ethnically
appropriate information and interventions –
specifically around South Asian, African and
Caribbean communities, which are known to
be 3 to 6 times more likely to develop Type 2
diabetes than the white population.
The importance of acknowledging the
differences between Type 1 and Type 2
diabetes, especially amongst non-specialist
healthcare professionals – achieving a basic
level of understanding across all services.
Poor links and communications between
different departments and between hospital
and community settings.
One size does not fit all – There is a need to
consider each individual patient’s situation
holistically, and ensure services are able to
adapt in order to provide the most appropriate
treatment and support, for example, the lack
of suitable meals available for people staying
in some residential inpatient settings.
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There is a need for wider support – some
people feel very isolated (mentioned by some
Type 1 respondents particularly) or alone with
their condition, and others felt unsure about
how they were managing their condition on a
day-to-day basis.

appropriately differentiate between the needs of
people living with the different types of diabetes as
well as accepting that some support is common
across the condition.
As above within recommendation 5, plus
Information and signposting to existing support –
highlighting websites, support groups, helplines,
forums, education, etc., including carers and
families. Consider gaps, and extend reach of
information to wider support groups, charities,
networks, etc.
Explore including Self-management/peer support
and links within the Leeds Directory.

Equality Monitoring Information
We are working towards making our engagement projects as inclusive as possible, and
are trying to ensure that we involve as representative a section of our local population as
we can.
When we ask people to get involved we also ask them to give us some information about
themselves so that we have a better understanding of whose views we have collected,
and whose views have been missed out. We call this information ‘equality monitoring’.
Using this information we can plan future events to specifically target people from
previously under-represented communities.
It is up to individuals what information they choose to share with us. In relation to the
Diabetes Strategy survey, 71 people stated that they would prefer not to answer any
of the equality monitoring questions, leaving 541 people who chose to answer some
or all of the remaining questions, providing the following information:

What is the first part of your postcode?
36. What is the first part of your postcode? e.g. LS28, LS13
Response Percent

Response Total

1

BD3

0.19%

1

2

BD11

0.56%

3

3

LS1

0.37%

2

4

LS2

0.37%

2

5

LS3

0.00%

0

6

LS4

0.37%

2

7

LS5

1.12%

6

8

LS6

3.91%

21

9

LS7

4.84%

26

10 LS8

7.08%

38

11 LS9

3.54%

19

12 LS10

3.54%

19

13 LS11

7.26%

39

14 LS12

8.57%

46

15 LS13

3.35%

18
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36. What is the first part of your postcode? e.g. LS28, LS13
Response Percent

Response Total

16 LS14

3.35%

18

17 LS15

6.33%

34

18 LS16

5.40%

29

19 LS17

6.89%

37

20 LS18

2.23%

12

21 LS19

2.79%

15

22 LS20

1.49%

8

23 LS21

2.23%

12

24 LS22

2.05%

11

25 LS23

0.74%

4

26 LS24

0.00%

0

27 LS25

4.28%

23

28 LS26

2.23%

12

29 LS27

4.66%

25

30 LS28

2.79%

15

31 LS29

0.74%

4

32 WF3

0.56%

3

33 WF10

0.56%

3

5.59%

30

answered

537

skipped

75

34

Do not have a
Leeds postcode

Leeds Diabetes Strategy survey – responses by postcode
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What is your age?

Age of Respondents
140
120
100
80
60
40
20
0
Under 16 16-25

26-35

36-45

46-55

56-65

66-75

76-85

86+

Prefer
not to
say

Disability

Are you disabled?
3%
21%

Yes
No
Prefer not to answer

76%

If yes, what type of impairment? (Tick all that apply)

Other (please specify):
Prefer not to answer
Visual impairment (such as blind or partially
sighted)
Hearing impairment (such as deaf or hard of
hearing)

8
6
5
22

Mental health condition
Learning disability

31
5

Physical impairment

43

Long standing illness

74
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What is your ethnic background?
404 (73%) people who completed this section stated that they were White British.
The remaining 151 respondents identified themselves as shown in the table below.
20 people picked the ‘other’ category, with 13 of these identifying themselves as
White European, East European or White Other.

Ethnic background
35
30
25
20
15
10
5
0

What is your gender?
2%

Gender

0%
Female
30%

Male
Non-binary

68%

Prefer not to say

Is your gender identity different to the sex you were assumed to be at birth?

Gender identity
2%
7%
Yes
No
Prefer not to say

91%
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Pregnancy and Maternity
(The Equality Act 2010 protects women who are pregnant or have given birth within a
26 week period).

Are you pregnant at this
time?

Have you recently given
birth?

3%

3% 0%
15%

82%

yes

yes

No

No

Prefer not to
say

97%

Prefer not to
say

What is your religion or belief?
20 people picked the other category, and then stated their religion or belief as
follows;
Spiritualism, Humanist (3), I believe but just not sure, Katholisch, None, Now Alien.
All history is now false, C of E (2), None practicing C of E, Spiritualist / Healing,
Church of England and Methodist, Catholic (4), Wicca, Methodist, Pagan.

Religion or belief
300
250
200
150
100
50
0
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What is your sexual orientation?
92% of respondents identified themselves as ‘Heterosexual/straight’, and the 2
people who chose the ‘other’ category identified as ‘None’ and ‘Pan’.

Sexual Orientation
600
500
400
300
200
100
0

What is your relationship status?
350
300
250
200
150
100
50
0

Are you a carer?

Are you a carer?
2%
17%
Yes
No
Prefer not to say
81%
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Alternative formats
An electronic version of this report is available on our website at
https://www.leedsccg.nhs.uk/get-involved/your-views/diabetesstrategyforleeds/
or please contact us direct if you would like to receive a printed version.
If you need this information in another language or format please contact us by
telephone: 0113 84 35470 or by email: caroline.mackay2@nhs.net
'Jeśli w celuzrozumieniatychinfomacjipotrzebujePan(i) pomocy w
innymjęzykulubinnejformie, prosimy o kontakt pod numerem tel.: 0113 84
35470lubpoprzez email naadres: caroline.mackay2@nhs.net

اگرآپ کو ان معلومات کو سمجھنے کے لیئے یہ کسی اور زبان یا صورت میں درکار ہوں تو برائے
 یا اس پتہ پر ای میل01138435470 :مہربانی سے اس نمبر پر فون کرکے رابطہ کریں
: لکھیںcaroline.mackay2@nhs.net

Further information
If you would like any more information about this project, please contact:
Caroline Mackay

email: caroline.mackay2@nhs.net

44

