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Executive summary 

Background 

This report provides the local NHS with people’s views about the NHS Long Term Plan. It is designed 

to feed into work on producing a health and care strategy within the Cheshire and Merseyside 

Health and Care Partnership (HCP).  

With growing pressure on the NHS – people living longer, more people living with long-term 

conditions, and lifestyle choices affecting people’s health – changes are needed to make sure 

everybody gets the support they need. 

The NHS has produced a Long Term Plan, setting out all the things it wants health services to do 

better for people across the country. The research presented within this report is based on what 

people in Cheshire East told Healthwatch about what those changes should look like in our 

communities.  

The Long Term Plan sets out what the NHS wants to do better, including making it easier for people 

to access support closer to home and via technology, doing more to help people stay well, and 

providing better support for people with cancer, mental health conditions, heart and lung 

diseases, long-term conditions, such as diabetes and arthritis, learning disabilities and autism, and 

for people as they get older and experience conditions such as dementia. The Long Term Plan can 

be viewed in full online at www.longtermplan.nhs.uk. 

What is Healthwatch? 

Healthwatch are independent consumer champions for health and care. There are 152 local 

Healthwatch who work within local authority boundaries forming part of the national network of 

local Healthwatch across England. Our role is to make sure that those who run health and care 

services understand and act on what really matters to local people. 

Local Healthwatch undertake continuous engagement activities with the public to hear about 

concerns and compliments regarding health and care services. The information we gather is then 

analysed so that we can identify and act upon trends and common themes by presenting our 

findings to decision makers in order to improve the services people use. We also share people’s 

views locally with Healthwatch England who make sure that the government put people at the 

heart of care nationally. 
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Cheshire East 

The Local Authority of Cheshire East contains the major towns of Crewe, Macclesfield, Congleton 

and the commuter town of Wilmslow. There are also a number of other significant centres of 

population in Sandbach, Poynton, Nantwich, Middlewich, Knutsford and Alsager. Much of the 

northern part of the Borough and a smaller area to the east lie within the Green Belt.  

Over 375,000 people live in Cheshire East which is the third largest unitary authority in the North 

West. In general, the health and wellbeing of the residents of Cheshire East is good. However, 

there are still very significant challenges that need to be addressed, including reducing the number 

of people leading unhealthy lifestyles, preparing for an ageing population, improving mental 

health and addressing some stark differences between life expectancy across Cheshire East.1 

  

                                            
1 Source: Cheshire East Borough Profile and Cheshire East Health & Wellbeing Strategy 

www.cheshireeast.gov.uk/planning/spatial_planning/cheshire_east_local_plan/local_plan_consultations/place_shaping_consultation

/your_place_2011/snapshot_reports.aspx; 

www.cheshireeast.gov.uk/council_and_democracy/your_council/health_and_wellbeing_board/health_and_wellbeing_board.aspx 

http://www.cheshireeast.gov.uk/planning/spatial_planning/cheshire_east_local_plan/local_plan_consultations/place_shaping_consultation/your_place_2011/snapshot_reports.aspx
http://www.cheshireeast.gov.uk/planning/spatial_planning/cheshire_east_local_plan/local_plan_consultations/place_shaping_consultation/your_place_2011/snapshot_reports.aspx
http://www.cheshireeast.gov.uk/council_and_democracy/your_council/health_and_wellbeing_board/health_and_wellbeing_board.aspx
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What we did 

On production of the Long Term Plan, NHS England commissioned Healthwatch England to gain the 

views of the public. In turn, Healthwatch England asked the 152 local Healthwatch throughout the 

country to work with their Sustainable Transformation Partnerships (STP) or HCPs, to engage with 

people to find out what was important in regard to the way services will be delivered in the NHS 

under the Long Term Plan. This research was to be conducted through two surveys and a minimum 

of two specific focus groups per local authority area, and took place following the publication of 

the Long Term Plan from mid-March to the end of May 2019. The surveys were designed nationally 

by Healthwatch England, with the first entitled ‘People’s general experiences of health and care 

services’, and the second survey looking at ‘NHS support for specific conditions’. 

As the coordinating local Healthwatch for the nine within Cheshire and Merseyside who conducted 

the research, Healthwatch Cheshire (consisting of East and West) oversaw the research across 

Cheshire and Merseyside and brought the information together to produce final reports. 

Healthwatch Cheshire were also responsible for liaising with the Cheshire and Merseyside HCP 

regarding the work. There are nine local Healthwatch within the Cheshire and Merseyside HCP 

area. These are: 

 Healthwatch Cheshire East 

 Healthwatch Cheshire West 

 Healthwatch Halton 

 Healthwatch Knowsley 

 Healthwatch Liverpool 

 Healthwatch Sefton 

 Healthwatch St Helens 

 Healthwatch Warrington 

 Healthwatch Wirral 

Each local Healthwatch then discussed with their relevant area leads within the HCP in regards to 

which issues were deemed to be a priority at HCP level for focus group activity. Each local 

Healthwatch worked with focus groups that best fit key issues and priorities in their area.  

People in Cheshire East were asked a series of questions to ascertain: 

• How would you help people live healthier lives?  

• What would make health services better? 

• How would you make it easier for people to take control of their own health and wellbeing? 

• What would you do to make support better for people with long-term conditions? 

Surveys were available both online and in paper 

copy. Healthwatch Cheshire East promoted the 

survey using our website, social media, and 

engagement activity based on local links and 

expertise. At least two focus groups with a minimum 

of 10 attendees at each were also conducted. The 

format guidance from Healthwatch England enabled 

Healthwatch Cheshire East to structure our focus 

groups to suit our local area and participants, which 

provided a richness of information that would have 

been lacking with a one size fits all approach. 

In Cheshire East, we received 270 survey responses, consisting of 202 general surveys and 68 

specific condition surveys. There were also 33 attendees across three specific focus group events 

with students and people with autism. 
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Summary of Findings: 

What matters most to people in Cheshire East? 

 In order to live a healthy life people felt that access to the help and treatment they need 

when they want it was most important. This was almost twice as important as their second 

preference of having professionals listen to their concerns. 

 In terms of maintaining their health and independence in later life, people surveyed 

overwhelmingly felt the most important factor was being able to stay in their own home 

for as long as it was safe. This was nearly four times more important than their community 

being able to support them to live their life the way they want. 

 When considering managing and using support and treatment, people felt that the right 

treatment should be a joint decision between them and healthcare professionals and they 

should be consulted throughout the process. This was nearly three times more important 

to people than receiving care and support from out of the area if it is not available locally. 

 People in Cheshire East told us that being able to talk to their doctor or other health care 

professional wherever they are was the most important factor in being engaged in health 

service delivery. Having any results communicated quickly making best use of technology 

and having absolute confidence that personal data is managed well and kept secure were 

also considered important by people. 

What are the experiences of people with specific conditions? 

 People with, or caring for people with autism felt that the time they had to wait to receive 

their initial assessment, diagnosis or treatment was too long. Waiting times ranged from 

eight months to three years. Members of our focus group also felt that there was a lack of 

understanding by front line staff of the autism spectrum. Funding and access to services 

was a serious issue for the parents of people with autism spectrum conditions 

 Respondents with cancer in the main felt that the support they received met their needs. 

The number of respondents was however very small. 

 People with, or people caring for those with, dementia gave mixed responses to the initial 

support they received; most felt that it either met their needs or somewhat met their 

needs. Most reported that ongoing care and support was easy to access. 

 Heart and lung disease respondents were only a small cohort. They felt that overall initial 

support was somewhat slow, but four out of five people felt that from diagnosis to 

treatment the timing was acceptable. 

 Of those with other long-term conditions, such as diabetes and arthritis, 11 of the 15 

respondents had more than one long term condition. Just over 60% of the respondents felt 

that the timescale from initial assessment or diagnosis was very good or satisfactory. 

 16 people with a Mental Health condition responded to the survey. 94% of them felt that 

their overall experience of getting help was either average (6 people), negative (6 people), 

or very negative (3 people). When asked how easy it was to access ongoing support, 69% 

felt that it was okay (4 people), difficult (4 people), or very difficult (3 people) to access 

support.  
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Survey results 

The following sections now break down the results of the 270 responses across Cheshire East to 

the surveys designed by Healthwatch England. The first sections use the 202 responses to the 

general ‘People’s general experiences of health and care services’ survey, before breaking down 

the 68 survey responses from people discussing support for specific conditions. 

In the responses to the general surveys, people were asked questions around: 

 Living a healthy life 

 Keeping independence and staying healthy in later life 

 Managing and choosing support and treatment 

 Interacting and engaging with the NHS. 

For each of these, people were asked to choose which of a number of options was most important 

to them. Following this, people were asked to rate each of the options on a scale of ‘very 

important’ to ‘not important at all’. Therefore, more than one option could be considered ‘very 

important’.  Finally, respondents were then asked to elaborate on what works well and what could 

be improved in these areas. 

 

What is important to people about health and care 

services 

Living a healthy life 

When considering how to live a healthy life, Chart 1 shows that having access to the help and 

treatment needed when it is wanted was deemed to be most important by people responding to 

the survey. 199 people responded to this question. 

Chart 1: What is the most important to you to help you to lead a healthy life? 
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However, when asked to rate on a scale of very important to not important at all, all other options 

were considered either very important or important as the table 1 below shows. 200 people 

responded to this question, but not everyone responded to each option: 

Table 1: Rate how important the following things are to you when it comes to living a healthy 

life 

  Very 
Important 

Important Neutral Not 
Important 

Not 
Important 
at all 

Access to the help and treatment 
I need when I want it 

175 23 0 1 1 

Professionals that listen to me 
when I speak to them about my 
concerns 

171 25 0 1 0 

Easy access to the information I 
need to help me make decisions 
about my health and care 

141 48 5 1 2 

Having the knowledge to help me 
do what I can to prevent ill 
health 

135 55 5 0 2 

For every interaction with health 
and care services to count; my 
time is valued 

129 54 5 3 2 

 

Help to be healthy 

Many people commented on their desire to eat healthily, lose weight and to attend exercise classes 

with some suggesting these should be made more easily available. People also mentioned stress 

reduction: 

• “Easier access to support, health walks, support groups, etc. especially in early evening 

or weekends, variety of times of day/week.” 

• “Easy access to dietary needs as you get older, easy access to exercise.” 

• “Access to the things that help lead a healthy life, like exercise and good food is very 

expensive. Less expensive access to these would benefit all.” 

• “More healthy options on restaurant menus. Cheaper access to exercise classes.” 

• “Having dedicated cycle paths to enable me to commute to work safely.” 

• “Proper recognition and help with the stress and strains of being a full-time carer. It is 

patronising to say that carers need to have a break and go for a walk or the gym - no use 

giving this advice without the back-up to follow it through or expecting carers to pay 

exorbitant costs to get help.” 

• “For stress levels to be reduced life now seems so fast paced.” 

People commented on the quality of their environment and everyday living, citing air pollution as 

a common concern: 
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• “A healthier environment free from carcinogenic, as found in our water and food.” 

• “Less traffic, very concerned about rising air pollution.” 

Access to GP appointments  

The accessibility of GP appointments was also important to respondents:  

• “The ability to have access to my GP or health practitioner in a reasonable time. The 

time spent trying to contact the surgery by telephone at 8am is often very long and 

having re-dial is a necessity. Then to be told no appointments left and ring at 8am 

tomorrow a frustration.” 

• “Make it easier to book an appointment with my GP when I need it. Shorter waiting 

times for operations and a guarantee that they won’t be cancelled at the last minute. 

Better education to patients as to what constitutes as an emergency or routine 

appointment. Better education of what can be offered by a nurse practitioner so that 

the GP doesn’t have to deal with minor health concerns.” 

Person-centred 

The ability of professionals to listen to their patients and treat them as individuals was also very 

important to people: 

• “Somewhere to go for professional advice about health matters which may not be 

serious, but can be concerning to myself.” 

• “A loving and caring environment. Not computerised 'visit online'.” 

• “Staff who have time to listen - everybody appears to be in a hurry due to pressure of 

work.” 

Self help information 

Respondents also told us that information should be more readily accessible regarding any self-

help and support services available: 

• “Better awareness of regulated support services available in the area, to avoid having 

to ask my GP for them first.” 

• “Increase social prescribing to access non statutory services that can help my overall 

wellbeing.” 

• “For health care professionals to enable access to all health options for patients not 

just the current options and targets of the NHS.” 

• “Greater provision of preventative medicine and self-management programs.” 

 

Keeping independence and staying healthy in later life 

Chart 2 shows that overwhelmingly, when people were asked what was most important to them 

in respect of keeping independent and staying healthy in later life, they responded that to be able 

to stay safely in their own home for as long as they could was the most important consideration. 

195 people responded to this question. 
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Chart 2: What’s most important to you to help you to keep your independence and stay 

healthy as you get older? 
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I want my community to be 
able to support me to live my 
life the way I want 

107 62 15 7 2 

 

Staying independent 

Comments made regarding the desire to keep independence and stay at home included: 

• “Domiciliary care, support at home, personal assistance – affordable and accessible. 

Adjustments to home.” 

• “To have care and help at home without having to spend life savings. I think being able 

to stay at home is really important but help needs to be at hand.” 

• “Help to make changes to my home so I can stay in it. Make home help cheaper, it's too 

expensive and they are only in for two minutes.” 

Home visits 

It was also felt that both district nursing and home visits by GPs should be more readily available 

to maintain independence and stay healthy. The need for quality visits was also emphasised: 

•  “Domiciliary care must be more careful than adequate and free.” 

• “Extra support at home, independent living skills for those that are less able.” 

• “Health care visits at home.” 

• “If I feel the need for a home visit because I am ill, that someone from my practice does 

so.” 

Public Transport 

The question of how to get to medical appointments by public transport when you are no longer 

able to drive was addressed by many: 

• “Appropriate help is available to stay in my own home and travel around where I live. 

The bus services are not good and I know of non-drivers who are stranded.” 

• “Transport when I am no longer able to drive to appointments.” 

• “Better public service vehicles, no buses to hospital on Sundays.” 

• “I'm not in need yet in this area but I know transport is a big problem for older people.” 

Information on available services 

Responses also showed that making information available on care and support services was 

important to people to assist them in remaining healthy and independent: 

• “Make sure information of available services, support, community resources were shared 

effectively.” 

• “Ongoing education through life to provide the best opportunity to remain healthy and 

independent in later life.” 

• “Better understanding of services available, how to access and any costs associated.” 

Links between health and care 

The continuity of care and communication between health and care services was also considered 

to be an important factor: 

• “Joined up care between health and social care and voluntary sector. Talking to each 

other.” 

• “Support services to go to, to prevent having to see GP or hospital.” 
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Access to GPs 

Respondents stated that having easy access to GPs was important to them to help them maintain 

their health and independence in later life: 

• “A no fuss access to my GP.” 

• “Perhaps having a surgery or other facility available by internet or phone and someone 

who would send a reply within a specified time e.g. two hours/one day.” 

• “More access to the doctors instead of waiting for the days for an appointment.” 

Loneliness and isolation 

The ability to get out into the community to spend time with other people was also considered 

to be very important and emphasised strongly: 

• “Share company with like-minded people of a similar age. U3A and similar 

organisations are very active in my area and provide a very valuable service.” 

• “More community clubs for the elderly and not run by volunteers to go out and meet 

other people spend more money on supporting the elderly.” 

• “More community support for each other.” 

• “Total connection to all that is available to my family and myself.” 

• “Better community services that are funded by the NHS and are not run by ‘for profit’ 

companies.” 

Palliative care 

Palliative and End of Life care were considered to be very important and some of the comments 

we received reflected a desire for more funding to enable more nursing hours: 

• “My recent experience of having a terminally ill husband at home with ‘end of life’ 

palliative care which amounted to one 20 min visit by a district nurse each week was 

not impressive.” 

• “My experience of nursing hours as they need more funding and auditing of the care 

at end of life. End of life options not varied enough.” 

• “Palliative care to help me live comfortably when my condition deteriorates.” 
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Managing and choosing support and treatment 

Chart 3 shows that people we spoke to in Cheshire East told us that choosing the right treatment 

being a joint decision between them and the relevant health and care professional is most 

important to them in managing and choosing support and treatment. Being offered care and 

support in other areas if people cannot be seen in a timely way in their local area was deemed as 

the second most important option. 196 people responded to this question. 

Chart 3: What’s most important to you to be able to manage and choose the support you need? 
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I make the decision about where I 
will go to receive health and care 
support 

112 62 18 3 3 

I have time to consider my options 
and make the choices that are right 
for me 

108 77 8 1 1 

I should be offered care and support 
in other areas if my local area can’t 
see me in a timely way 

97 79 17 1 2 

My opinion on what is best for me, 
counts. 

90 86 17 2 0 

I make the decision about when I will 
receive health and care support 

80 78 27 7 2 

If I have a long term condition I 
decide how the NHS spends money on 
me 

70 77 43 2 2 

 

Being offered care and support in different areas 

People chose to offer comments regarding being offered care and support in other areas if their 

local area cannot see them in a timely way. People specifically commented on concerns around 

certain services being offered in some areas but not others. For example: 

 “I don’t care which surgery or hospital I go to, it’s much more important for me to be 

seen quickly even if it means I have to travel further.” 

 “Services should be provided locally but without restrictions on being able to get 

treatment in another areas if desirable. We should be able to choose which NHS Trust we 

attend for treatment regardless of where we live. If my local NHS hospital is not rated 

'outstanding' by the CQC then I want to be treated in a hospital that is. Money should 

follow me for that treatment. The CCG should not tell me they 'won't pay because they 

don't have a contract with that Trust'.” 

 “Closer cooperation [needed] between different Trusts, i.e. no postcode lottery. Some 

services are provided by West Cheshire, some provided by North Staffs, but Alsager in the 

middle falls between the two and doesn't have access to this provision.” 

Funding for local services 

Furthermore, people told us that they would like to see more services provided locally with good 

public transport links to make them easy to travel to and from. This was also articulated through 

support for keeping local community hospitals open and having them hosting more services. This 

also linked into comments that called for more investment in frontline services. For example: 

 “Keep community hospitals like Congleton War Memorial. I struggle to get to Macclesfield 

or Crewe.” 

 “[Would like] more investment in front line services. Happy to see things like fertility 

being private only.” 
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Staff 

Along with investment, it was recognised that funding challenges and demand for services was 

putting the NHS and particularly its staff under strain. We received praise from various people 

regarding NHS staff. For example: 

 “I think the NHS do a fantastic job, they're under such pressure and strain. Any dealings 

I've had with them I can only praise.” 

Communication 

In regard to staff, a common theme stemming from people’s comments was the need for better 

communication both within the NHS and when talking to patients and people’s desire to feel 

listened to. People told us that they would like their GP to have more time available to them in 

order to speak to their patient. There was also a feeling that more information should be provided 

to increase people’s awareness of what support options are available to them. Comments 

included: 

 “Give easier access to appointments and doctors. It isn't always necessary to see a doctor. 

Sometimes emailing or speaking would be enough.” 

 “[Would like] continuity of any health professionals seen and any info to be shared in 

simple language as patients don't always think about any questions they may have until 

later.” 

 “Communication between all Multi-Disciplinary Team members and looked at as a whole 

person not just a symptom.” 

 “More and better information on all options that are available.” 
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Engaging people in health service delivery 

This section of the report summarises how people told us they would like to be engaged in health 

and care. 

Engaging people is considered to be an enabler of service change and improvement within the 

Long Term Plan. This provided an opportunity for people to make suggestions about what good 

and appropriate engagement can look like. 

Chart 4 shows that people in Cheshire East told us that being able to talk to their doctor or other 

health care professional wherever they are was the most important factor in being engaged in 

health service delivery. Having any results communicated quickly making best use of technology 

and having absolute confidence that personal data is managed well and kept secure were also 

considered important by people. 180 people responded to this question. 

Chart 4: What is most important to people when interacting with the NHS? 

When asked to select how important different factors were on a scale of very important to not 

important at all, people also deemed accessing services using their phone and computer to be 

very important. It must be noted that all options offered to people were generally considered to 

be very important or important. People managing their own personal records so that they can 

receive continuity in care, and being able to talk to other people who are experiencing similar 

challenges can perhaps be shown to be not as important as other factors as evidenced by the 

higher number of ‘neutral’ answers from people in regard to these options.  

This is detailed in table 4 below, in order of the options that most people classed as being very 

important. 197 people responded to this question, but not everyone responded to each option. 
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Table 4: Rate what is most important to you when interacting with the NHS 
 

Very 
important 

Important Neutral Not 
important 

Not 
important 
at all 

I have absolute confidence that 
my personal data is managed 
well and kept secure  

120 53 23 1 0 

Any results are communicated 
to me quickly making best use 
of technology  

118 53 20 2 4 

I can talk to my doctor or other 
health care professional 
wherever I am  

104 56 30 4 3 

I can access services using my 
phone or computer  

103 56 29 4 5 

I can make appointments online 
and my options are not limited  

90 51 34 9 8 

I manage my own personal 
records so that I can receive 
continuity in care  

70 71 45 5 5 

I am able to talk to other 
people who are experiencing 
similar challenges to me to help 
me feel better 

64 75 42 8 6 

 

Use of technology 

Responses regarding the use of online technology in health and care were mixed. Some people 

told us that they would like to see more online or accessible appointments or being easily able to 

access records and results, whereas others felt that they would like to see less technology. 

Comments included: 

 “More online appointments for all services so working people can manage their time off. 

Work better with choices of various hospitals so if someone works a long way from home 

they could attend appointments there.” 

 “I think results could be emailed or collected from your GP. I think easy access to records 

and making appointments is the way forward.” 

 “Better choice of appointments for those that have work commitments. Not everyone has 

the time at 8am to fight in a queue for an appointment.” 

 “I do not have access to a computer or know how to use one. I have a telephone and postal 

address.” 

Other comments referred to the importance of online support groups enabling them to link with 

other people living with similar conditions. For example: 
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 “Currently, there is a Facebook support group for my condition, which is very helpful 

when you have something rare. The GPs and Macmillan nurses do not really understand 

it.” 

Communication 

Other comments stressed the importance of speaking to medical professionals, either face-to-face 

or over the telephone. People told us they wanted to feel listened to and their wishes taken into 

consideration. For example: 

 “I want to be able to 'speak' to another human be it in person, phone or email with regards 

appointments and results. I want to be able to speak and see a doctor, not have a 

telephone consultation or a member of reception staff make decisions as to who I go and 

see. I think it dangerous for non-medical staff to be making decisions on my health and 

vital 'clues' to diagnosis are missed when the GP does not see the patient.” 

 “Listening to what I want and taking my wishes into consideration, not being told what I 

need. I know me. Talk to me, not about me. Being treated with dignity and respect at all 

times.” 

We also received comments about inefficiencies in referral processes. For example: 

 “When doctor is seeing a patient and he is writing to his secretary to book a hospital 
appointment why can’t he simply fill in a standard form that goes off as an email to the 
hospital immediately? I recently had to wait three weeks for my surgery to type up and 
send off a simple knee scan letter due to admin backlog. Very inefficient system.” 

 

What people expect during service change and transformation 

People in Cheshire East commented upon challenges facing the health system locally, including 

population increases. Comments included: 

 “My concern is living in an area with massive new housing developments - population will 

almost double - without any addition to services. Surgery is always busy - 4 to 6 week 

waits for appointments and blood tests. It will only get worse.” 

 “Leighton Hospital has a serious A&E waiting time crisis. It now covers a much greater 

area and population and cannot cope. More walk-in centres, GP appointments, out of hours 

services, nurse appointments in local communities could have a major impact on A&E and 

hospitals in general.” 

In the future people told us they would like to see more emphasis on patient-centred care, more 

access to community-based services, and changes in the way health records are managed. For 

example: 

 “A fundamental transformation in how doctors and healthcare professionals are educated 

and trained, so that the new emphasis is on partnership of care with patients, and not for 

patients.” 

 “Better promotion of services. More access to local community-based services such as 

nurses.” 

 “All health records shared on one system.” 
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In focus: what is important to students about health and care services? 

As part of our research activity, Healthwatch Cheshire East 

conducted a focus group with students from South and West 

Cheshire College’s Crewe campus in order to gain the views 

and experiences from young people who can struggle to have 

their views heard in regard to health and care. This focus 

group took place on the morning of 30th April 2019, and was 

attended by 16 health and social care students. 

Awareness of the Long Term Plan 

One of the main issues raised by the students was a lack of 

knowledge of the Long Term Plan as they did not know 

anything about it prior to the session, which could indicate 

that the NHS is struggling to reach young people in 

communication. 

Training and support for NHS staff 

The students talked about a lack of staff training and 

support. It was acknowledged that pressures on NHS services 

were being caused by insufficient GPs and nurses. They felt that the removal of bursaries for 

trainee nurses has caused a fall in new recruits to the profession. Many of the students had initially 

considered this as a career but felt that it was no longer an option as they did not have the 

financial support or capacity to do so. 

Accessibility of services 

Accessibility of GP and specialist services in the local community was discussed. Attendees felt 

that specialist services tended to be grouped together meaning longer waiting lists. It was felt 

that travelling a long way, difficulties in families visiting, and inadequate transport links added to 

a poor experience and could put people off accessing treatment. 

Lack of mental health support 

Student attendees told us that it is very hard to get support for mental health conditions. One 

person talked about a waiting list to get onto a waiting list. They felt uncomfortable having to do 

group meetings prior to being able to access a counsellor. Some told us that they were not 

comfortable with this and by the time patients recognise they need support they were often in 

crisis. 

Inconsistency 

People attending the focus group were concerned 

about not being able to see the same GP. They said 

that this results in often being forced to repeat 

why they were attending, GPs taking time to read 

previous notes form other GPs, and then telling 

patients their time is up. They felt this approach 

lacks empathy. There were also perceived 

inconsistencies in standards of services and 

treatment even within the same GP Practice or 

health centre. The example was given that some 

allowed self-referral for physio where others did 

not. 
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Clarity in communication 

Consistently, the students raised that they wanted to be spoken to in plain English when using 

health and care services. There was a feeling that too much jargon was used by health and care 

professionals and people told us that they wanted professionals to “say it as it is”. 
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People’s experiences of NHS support for specific 

conditions 

People with specific conditions were asked to complete a separate survey on their experiences of 

the NHS support they had received in relation to that condition. This included discussion on the 

three stages of the care journey; assessment, diagnosis and treatment; the provision of ongoing 

care and support; and prevention and/or early intervention. We received 68 responses in total to 

this survey. This section breaks down the responses we received in terms of number of people by 

specific condition: 

Table 5: Respondents with specific conditions 

Condition Number of people 

Autism 3 

Cancer 7 

Dementia 15 

Heart and lung diseases 7 

Learning disability 1 

Long-term condition e.g. diabetes, arthritis 16 

Mental Health 16 

 

Table 6: Who are you responding on behalf of? 

  Myself Someone else 

Autism 3 0 

Cancer 5 2 

Dementia 4 11 

Heart and lung diseases 5 2 

Learning disability 0 1 

Long-term condition e.g. diabetes, arthritis 9 7 

Mental Health 8 8 

 

Table 7: Has the condition you are telling us about started within the last three years? 

  Yes No 

Autism 0 3 

Cancer 7 0 

Dementia 7 8 

Heart and lung diseases 6 1 

Learning disability 0 1 

Long-term condition e.g. diabetes, arthritis 7 8 

Mental Health 7 9 
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Experience of getting help and support  

Table 8: When you first tried to access help, did the support you received meet your needs? 

Condition Yes No Somewhat 

Autism 0 3 0 

Cancer 5 1 0 

Dementia 6 2 6 

Heart and lung diseases 3 1 3 

Learning disability 0 1 0 

Long-term condition e.g. diabetes, 
arthritis 

8 4 4 

Mental Health 2 9 5 

 

Autism: 

 “Support available for those diagnosed with an eating disorder and autism was lacking.”  

 “The only support available was with the third sector, Space4Autism. I don't know what 

we would have done without their support. The NHS only offer help to those in crisis.” 

 “My daughter has autism, ADHD, SPD and anxiety. After diagnosis there was very little 

help in terms of support and management. This makes everything so much harder. What 

could the NHS do: They could offer practical support and help after diagnosis. They could 

reduce waiting lists so diagnosis doesn't take years.” 

 “We would like to see more support for adults with autism and mental health issues, 

particularly eating disorders.” 

Dementia:  

 “A memory test had to be requested twice, this caused months of delay.” 

 “Proper social care for all. Dementia for example is a life changing and terminal illness 

with no cure but is still treated as a 'social' disease instead of a disease of the brain.” 

 “Dementia rehab came to visit and provide some info about support.” 

 “My surgery is now making an effort to make appointments etc. Easy for my husband.  

They will also do the bloods tests instead of going to the hospital. They are planning to 

do a dementia care plan.” 

 “I am struggling with my diagnosis and there is no professional who I can sit down with to 

talk about it. I need this.” 

Heart and lung diseases: 

 “Discharge letters are very slow in coming and sometimes people have to park, incurring 

parking charges because a patient has to wait for a letter.” 

 “Accessing help was very difficult, it took two years. Once accessed the system it was very 

helpful.” 

 “Care is helpful. I understand and accept resource limitations.” 

 “Initial diagnosis and care were very quick. Full diagnosis didn't happen until 6 years later. 

The condition needs constant monitoring 6 months appointments are over 2 years apart.” 
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Long-term condition e.g. diabetes, arthritis: 

 “The services that help me realise how conditions affect day to day living. Physio 

therapists, occupational health and carers hub.” 

 “I see a specialist nurse every 3 months. Yes, it is a great support but availability for 

appointments is difficult.” 

 “Provide me with clear information. A designated person who I can contact to sort out 

prescriptions and information/help.” 

 “After MRI scan, lumber puncture organised this was done in a short space of time and 

results came quite quickly.” 

Mental Health: 

 “My wife was prescribed medication with which she suffered some side effects. Our GP 

took her off for six weeks to see if anything changed, but when seen again by the 

psychiatrist she said the GP should never have taken her off the medication and as a result 

could not be put back on the same drug.” 

 “Better mental health services and more resources for preventative services and lower 

level services such as counselling, CBT [Cognitive Behavioural Therapy] etc, especially 

coping with stress which I think is a big factor for people over eating, not having the 

energy to exercise and contributing to other serious illnesses. There is currently a 

waiting time of up to a year for access to counselling in this area.” 

 “Luckily I could afford private healthcare - the wait for mental health treatment was 

over 12 months and I was off work until I had received the treatment I needed.” 

 “CWP [Cheshire and Wirral Partnership] has completely ignored me.  I am appalled at 

the unprofessionalism and expected much better. My GP says they can't do any more for 

me... I do feel like giving up completely as I don't think I can cope with living like this.” 

 

Table 9: How would you describe your overall experience of getting help? 

Condition Very 
Positive 

Positive Average Negative Very 
Negative 

Don't 
know 

Autism 0 1 0 0 2 0 

Cancer 4 3 0 0 0 0 

Dementia 4 3 6 1 0 1 

Heart and lung diseases  0  3 3 1 0 0 

Learning disability 0 0 1 0 0 0 

Long-term condition e.g. 
diabetes, arthritis 

6 5 2 2 1 0 

Mental Health 0 1 6 6 3  0 
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Table 10: Do you have any other/additional conditions including long term conditions or 

disabilities? 

Condition Yes No 

Autism 0 3 

Cancer 5 2 

Dementia 9 6 

Heart and lung diseases 6 1 

Learning disability 0 1 

Long-term condition e.g. diabetes, arthritis 12 4 

Mental Health 6 10 

 

Table 11: If so, how would you describe the experience of seeking support for more than one 

condition at a time? 

Condition It made 
getting 
support 
easier 

No 
difference 

It made 
getting 
support 
harder 

I don't 
know 

Not 
applicable 

Autism 0 0 1 0 0 

Cancer 1 2 1 0 1 

Dementia 2 4 2 0 1 

Heart and lung diseases 1 4 1 0 0 

Learning disability 0 0 0 0 0 

Long-term condition 
e.g. diabetes, arthritis 

4 5 0 1 1 

Mental Health 0 3 2 0 0 

 

The health and care support received after initially seeking help 

Table 12: How would you describe the time you had to wait to receive your initial assessment 
or diagnosis? 

Condition Slow Very 
slow  

Don’t know  Ok Fast Very 
fast  

Autism 0 2 1 0 0 0 

Cancer 2 1 0 1 2 2 

Dementia 3 0 2 3 6 0 

Heart and lung diseases 3 1 0 3 0 0 
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Learning disability 0 0 1 0 0 0 

Long-term condition 
e.g. diabetes, arthritis 

1 3 0 4 3 3 

Mental Health 3 6 1 3 1 1 

 

Autism  

 “8 months.” 

 “We waited three years.” 

Cancer  

 “The waiting time is now 10 months.” 

 “There was no delay at all from seeing my GP through specialist examination CT scan, etc. 

All very timely.” 

Dementia 

 “About three weeks.” 

 “The support was offered quite quickly but we did not take up the support for over a 

year.” 

 “I initiated referring my husband to a unit which specialises in his dementia, we were 

seen quickly.” 

 “It took more than one year between consulting a GP and getting an appointment with 

the dementia consultant.” 

 “We waited six months to go to the memory clinic.” 

 “A memory test had to be requested twice, this caused months of delay.” 

Long term conditions  

 “Diagnosis made that day.” 

 “12 months to see a Lipoedema nurse, and now for bariatric surgery and counselling for 

my eating issues it’s also a 12 month wait.” 

 “It was four weeks after last scan to tell me I had Parkinson's.” 

 “We found out by accident that he had Parkinson’s by seeing a different doctor but we 

had to travel to Oldham Hospital to be seen earlier but he also had COPD [Chronic 

Obstructive Pulmonary Disease] and a pacemaker.” 

Mental Health 

 “Waiting over a year for support.” 

 “Six months.” 

 “Around 18 months, and I am still waiting to talk to mental health therapy.” 

 “After calling the GP surgery I had an appointment within a week.” 

  “I self-referred and waited 2 weeks before I was 'assessed' by phone.” 

 “It was going to be over 12 months which was ridiculous, so we pursued another avenue 

and went private.” 

 “As it was a serious situation it was dealt with quickly. A police officer rang on my mum's 

behalf and she was seen at their house within days.” 
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Table 13:  How would you describe the time you had to wait between your initial assessment 

/diagnosis and receiving treatment? 

Condition Slow Very 
slow  

Ok Fast Very 
fast  

Don’t 
know  

Autism 0 2 0 0 0 1 

Cancer 0 1 2 2 1 0 

Dementia 3 0 3 6 0 2 

Heart and lung diseases 3 1 3 0 0 0 

Learning disability 0 0 0 0 0 1 

Long-term condition e.g. 
diabetes, arthritis 

1 3 4 3 3 0 

Mental Health 3 6 3 1 1 1 

 

Table 14:  After being diagnosed or assessed, were you offered access to further health and 

care support? 

Condition Yes No 

Autism 0 3 

Cancer 6 1 

Dementia 2 13 

Heart and lung diseases 5 2 

Learning disability 0 1 

Long-term condition e.g. diabetes, arthritis 10 3 

Mental Health 10 5 

 

If you accessed support, what aspects worked well? 

Cancer  

 “Macmillan Cancer St Luke’s Hospice.” 

Dementia  

 “Help with knowledge and accessing benefits available and applying for financial and 

health power of attorney.” 

 “Carer’s support groups, especially at Cerebral Function Unit/Salford Royal Hospital.” 

 “A visit from a dementia nurse annually to assess my progress.” 

 “Regular checks (weekly) by district nurse.” 

 “The Alzheimer’s Society have been very supportive.” 
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Heart and lung disease  

 “Seeing a consultant.” 

 “Ongoing support is okay.” 

 “Help given by Age UK in Macclesfield.” 

Learning disability  

 “Information from Parkinson's UK and post and local group.” 

 “Multiple Sclerosis nurse regularly also email as needed extra support between 

appointments.” 

 “Made aware of support by MS nurse who visits Leighton weekly from Stoke-on-Trent 

Hospital.” 

 “Carers coming in to give practical/personal assistance.” 

Mental health  

 “Individual therapy, dietetic input.” 

 “My wife was prescribed medication with which she suffered some side effects. Our GP 

took her off for six weeks to see if anything changed, but when seen again by the 

psychiatrist she said the GP should never have taken her off the medication and as a result 

could not be put back on the same drug.” 

If you accessed support, what could be improved? 

Cancer  

 “Chemotherapy could have been delivered in Leighton not Manchester - less travel, less 

stressful.” 

Dementia  

 “I was satisfied with the support offered.” 

 “Being told what is around. I myself found a dementia group in Stockport, no one 

suggested it.” 

 “An opportunity at regular checks for both of us to discuss progress of the disease and 

possible help.” 

 “A more in-depth appointment, and the opportunity for my partner to explain how my 

condition affects my everyday life.” 

 “Respond quicker and we wanted people to tell us what we needed to know. We don't 

know anything about dementia.” 

Long term conditions  

 “Knowledge and attitude of specialist staff.” 

 “Leighton Hospital should extend hours of neurological department.” 

 “Availability of support is limited, and when you need an appointment there is waiting 

time.” 

Mental health  

 “Taking time to listen instead of writing out a prescription within the first few minutes 

of entering the office.” 

 “More psychiatric reviews, especially after a long 4-year delay and better 

review/monitoring of drugs prescribed.” 

 “To be matched with a more suitable CBT therapist. For the therapy to be more tailored.” 

 



NHS Long Term Plan Engagement Programme  

 

28 
 

Table 15: Were you referred to a specialist? For example, a hospital consultant, psychiatrist 

or physiotherapist 

Conditions  Yes No 

Autism 0 3 

Cancer 7 0 

Dementia 12 3 

Heart and lung diseases 7 0 

Learning disability 0 1 

Long-term condition e.g. diabetes, arthritis 13 2 

Mental health 9 6 

 

Table 16: How would you describe the time you had to wait between initial appointment and 

seeing the specialist? 

Conditions Very slow Slow OK Fast Very 
fast 

Autism  n/a n/a n/a n/a n/a 

Cancer 1 2 0 3 1 

Dementia 0 2 5 4 0 

Heart and lung diseases 0 3 3 1 0 

Long-term condition e.g. diabetes, arthritis 1 3 4 3 2 

Mental health 3 2 2 2 0 

 

Please tell us more about the length of time you waited. 

Cancer  

 “10 months.” 

 “One week.” 

 “Six months.” 

 “Six months.” 

Dementia  

 “After referral by our GP the wait to see the specialist was about six weeks and tests were 

done very quickly after that.” 

Heart and lung diseases  

 “First appointment was OK, but afterwards I was not informed of the results for four 

months in which time I could have died. The admin is what lets this service down.” 

 “Initial letter in August. Appointment to have MRI scan in September. Old age psychiatry 

in Stockport in October, neuropsychologist in January.” 
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Long term conditions  

 “Referred to hospital within two months of diagnosis.” 

 “12 months wait for bariatric consultant and six months for gastro appointment and I’m 

meant to be on barrettes monitoring programme.” 

 “Not too long, my dad went to see a doctor at Jocelyn Solly House.” 

 “Couple of months but symptoms unusual.” 

 “Six months.” 

Mental health  

 “4/5 months” 

 “When I complained to our GP about my concerns regarding my wife's mental state, things 

moved on pretty quickly from then on.” 

 “Six months” 

 “Very fast appointment we received.” 

 “The length of the wait further intensified symptoms.” 

 “Two weeks after being diagnosed.”  

Table 17: How easy did you find it to access ongoing support after you were diagnosed or 

assessed? 

Conditions  Very 
easy 

Easy Difficult OK Very 
difficult 

Don't 
know 

Not 
applicable 

Autism 0 0 0 0 2 1 0 

Cancer 0 1 0 1 0 0 2 

Dementia 0 1 0 7 3 1 3 

Heart and lung diseases 0 0 3 4 0 0 0 

Learning disability 0 0 1 0 0 0 0 

Long-term condition 
e.g. diabetes, arthritis 

2 4 1 4 2 1 0 

Mental health 2 1 4 4 3 0 1 

 

Table 18: Did the support options you were offered meet your expectations? 

Conditions  Yes No Somewhat 

Autism 0 3 0 

Cancer 3 0 0 

Dementia 6 4 3 

Heart and lung diseases 3 1 3 

Long-term condition e.g. diabetes, arthritis 7 1 7 

Mental health 2 8 6 
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Please explain how the care did or did not meet your expectations and how it could have been 

improved. 

Autism  

 “I expected to be referred to other specialists.” 

 “The only support available was with the third sector, Space4Autism. I don't know what 

we would have done without their support. The NHS only offer help to those in crisis.” 

Cancer 

 “All treatment seemed organised.” 

 “I expected to have surgery or radiotherapy but I am on chemotherapy tablets which is 

marvellous.” 

Dementia 

 “Would welcome day care availability locally, without having to pay for transport to a 

centre 13 miles away.” 

 “I was satisfied with support given.” 

Heart and lung diseases  

 “While in hospital the care had been superb but aspects fall short when it comes to admin 

translation.” 

 “Once the system was accessed the help and advice was available and helpful. It was the 

initial access that was difficult and information is still difficult to access.” 

 “Distance, 40-mile round trip.” 

Long-term condition  

 “Seen on a regular basis.” 

 “Long term it become apparent that the knowledge of specialist staff was woefully out of 

date.” 

 “MRI scan took ages as diagnosis was vague had to have a scan on a car park as a scanner 

brought in due to large waiting list.” 

 "Waiting times.” 

 “Medication changes review needs improving.” 

Mental Health 

 “Told to ring talking therapies, which doesn't work. I was with CMHT for years and it 

helped but since being signed off in November 2017, I have been left with no support. My 

mental health is the worst I've ever known. I've become agoraphobic, severe anxiety but 

totally unsupported and my GP just isn't interested.” 

 “No support has been offered. Lack of care and empathy, treated like we were animals in 

a feeding zoo.” 

 “Tonnes of booklets/handouts /sheets of information was given but more practical help 

would have been better. In the early days, money seemed to be the deciding factor, if we 

have it, we then have to organise it ourselves, no one will recommend or suggest.” 

 “My operations were quick, but my parents and wife because they are in their 70s and 80s 

very slow, waiting for replies.” 
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Table 19: During your whole experience of getting support did you receive timely and 

consistent communication from all of the services that you came into contact with? 

Conditions  Yes No Somewhat 

Autism 0 2 1 

Cancer 6 0 1 

Dementia 5 7 3 

Heart and lung diseases 3 2 2 

Learning disability 0 1 0 

Long-term condition e.g. diabetes, arthritis 8 6 1 

Mental health 4 8 3 

 

Please explain how the care did or did not meet your expectations and how it could have been 

improved. 

Cancer 

 “It made life easy for me to plan each stage – Chemotherapy/Operation/Chemotherapy.” 

 “The only improvement could be, an increase in doctors and consultations as they have to 

double book. Patients and the wait in clinic can be rather long.” 

Dementia  

 “I was satisfied with the time taken.” 

 “We did find that initially care and support was good, but we had to ask for appointments 

with specialist after a couple of years as we felt a bit forgotten.” 

 “Went online/word of mouth to access various courses on Alzheimer's and support group.  

GP referred us to a specialist in Macclesfield, who said my husband is lazy and not ill.  

Second specialist finally agreed he had dementia.” 

 “Phone calls are often difficult - having to leave messages - then not hearing from 

services.” 

 “The service from my GP and practice is first class.” 

Heart and Lung diseases  

 “Discharge letters are very slow in coming and sometimes people have to park, incurring 

parking charges because a patient has to wait for a letter.” 

 “Care is helpful. I understand and accept resource limitations.” 

 “I was never given a letter confirming diagnosis which meant I couldn't access some 

services.” 

 "It always seems very difficult to access.” 

Long term conditions  

 “It was impossible to get answers to questions from a doctor/consultant, as appointments 

were not offered.” 

 “Once I got a gastroscopy letter on the day of the procedure and I work full time I can’t 

just drop my job to go. But the nurse gave me a lecture about missing the appointment. 

I’m sorry but I consider it your issue. If it’s that close you should have called me.” 
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 “After MRI scan was ordered this was done in a short space of time and results came quite 

quickly.” 

 “Time waiting needs improving. Meds review needs to be quicker.” 

 “Diagnosis took about eight weeks to get an MRI scan to confirm what was diagnosed in 

days.” 

Mental Health  

 “I haven't been offered any support whatsoever. I've tried talking therapies, useless. For 

over a year and four referrals from my GP. Not heard a thing and GP not interested. Feel 

suicidal and have given up as sick of being treated so appallingly.” 

 “Have not yet accessed talking therapy/CBT, still on the waiting list.” 

 “There were a couple of times due to work commitments and illness I was unable to attend 

a session and trying to contact the right person to inform the clinician and rearrange was 

difficult. I was told someone would be back in touch and they never did. Even the 

telephone numbers I was given on the paperwork supplied to me were not correct.” 

 

Time spent travelling to access support and care 

Table 20: What is your main means of transport? 

Conditions  Another 
person's 
car 

Bicycle Bus Other Own car Taxi 

Autism 1 0 0 0 2 0 

Cancer 0 0 1 0 6 0 

Dementia 2 1 1 1 10 0 

Heart and lung diseases 0 0 0 0 7 0 

Learning disability 0 0 0 0 1 0 

Long-term condition e.g. 
diabetes, arthritis 

1 0 0 0 13 1 

Mental health 2 0 2 3 8 1 

 

Table 21: How much time would you be willing to travel for to receive a quick and accurate 

diagnosis? 

Conditions Less than 30 
minutes 

30 minutes 
to 1 hour 

1 - 2 
hours 

Over 2 
hours 

Autism 0 1 0 2 

Cancer 1 2 1 3 

Dementia 5 8 0 2 

Heart and lung diseases 2 4 1 0 

Learning disability 0 0 0 1 
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Long-term condition e.g. 
diabetes, arthritis 

2 8 4 0 

Mental health 4 8 3 0 

 

Table 22: How much time would you be willing to travel to receive specialist treatment or 

support? 

Conditions Less than 30 
minutes 

30 minutes to 
1 hour 

1-2 
hours 

More 
than 2 
hours 

Autism 1 0 2 0 

Cancer 0 1 3 2 

Dementia 3 7 2 3 

Heart and lung diseases 1 5 1 0 

Learning disability 0 0 0 1 

Long-term condition e.g. 
diabetes, arthritis 

3 4 5 2 

Mental health 3 6 5 1 

 

What is most important to you?  

Table 23: When first seeking help 

Conditions  Seeing a health 
professional, you normally 
see but you may have to 
wait 

Seeing any medically 
appropriate health 
professional who is free 
immediately 

Don’t 
mind 

Autism 2 1 0 

Cancer 1 6 0 

Dementia 7 6 1 

Heart and lung 
diseases 

2 2 2 

Long-term condition 
e.g. diabetes, 
arthritis 

4 7 1 

Mental health 2 10 3 
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Table 24: When you received a diagnosis and explanation of treatment or support options 

Conditions  Seeing a health 
professional, you 
normally see but you 
may have to wait 

Seeing any 
medically 
appropriate health 
professional who is 
free immediately 

Don’t 
mind 

Autism 0 3 0 

Cancer 3 4 0 

Dementia 5 7 1 

Heart and lung diseases 1 2 2 

Long-term condition e.g. 
diabetes, arthritis 

6 4 2 

Mental health 8 5 2 

 

Table 25: During your initial treatment or support 

Conditions  Seeing a health 
professional, you 
normally see but you 
may have to wait 

Seeing any 
medically 
appropriate health 
professional who is 
free immediately 

Don’t mind 

Autism 1 2 0 

Cancer 2 5 0 

Dementia 4 8 1 

Heart and lung diseases 2 1 2 

Long-term condition e.g. 
diabetes, arthritis 

8 2 2 

Mental health 7 7 1 

 

Table 26: During your long-term support 

Conditions  Seeing a health 
professional, you 
normally see but you 
may have to wait 

Seeing any medically 
appropriate health 
professional who is free 
immediately 

Don’t mind 

Autism 3 0 0 

Cancer 2 4 0 

Dementia 4 9 1 
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Heart and 
lung diseases 

2 1 2 

Long-term 
condition 
e.g. 
diabetes, 
arthritis 

7 2 2 

Mental 
health 

8 6 1 

 

Supporting you to have more control over your own care 

Table 27: What level of support do you want the NHS to provide to help you stay healthy? 

Conditions  A lot of 
support 

Some 
support 

I don't need 
support 

Don't 
know 

Autism 0 2 0 1 

Cancer 4 3 0 0 

Dementia 3 10 0 2 

Heart and lung diseases 1 5 1 0 

Learning disability 0 0 0 1 

Long-term condition e.g. diabetes, 
arthritis 

3 7 2 2 

Mental health 5 10 0 1 

 

What could the NHS do to help you stay healthy or manage any condition you have? 

Autism  

 “Support for autism and eating disorders.” 

Cancer  

 “Just give lots of advice and build confidence.” 

 “Regular check-ups.” 

 “The NHS currently gives me a lot of support with ongoing CT scans and chemotherapy 

tablets.” 

 “Keep the NHS going with some slight improvements. Treat doctors and nurses with more 

pay and respect.” 

Dementia  

 “NHS do provide literature which is very helpful but maybe annual follow up appointment 

would be helpful. We had to ask for follow up appointments.” 

 “Keep in contact - Make appointments easy to access for dementia patients and carers.  

No long queuing.” 
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 “Regular checks on progress of disease. Advice to wife on handling, to save having to 

search it all out ourselves. My husband is seen once a year better now it's at home and not 

in the local hospital.” 

 “Be aware of my Alzheimer's diagnosis and check me over in meaningful way every 6 

months.” 

 “I need more time away from the daily drudgery of being nursemaid - he’s like a 2-year 

old and needs constant care. Cannot be let out on his own - Has no sense of direction, road 

sense etc.” 

Heart and lung diseases  

 “Keep funding the respiratory teams.” 

 “Nothing, have been given all the help and support with my condition.” 

Long term conditions  

 “Provide up to date and holistic advice.” 

 “Start listening to symptoms better and not assuming the patient is being paranoid.” 

 “Improve communication and streamline processes especially between GP and hospital and 

specialist services.” 

 “Admin and customer service are shocking and lets the doctors, consultants and nurses 

down because they are generally brilliant- across the whole of the NHS. Admin staff can 

be so rude and dismissive, and disorganised too." 

 “Just keep doing what you are doing.” 

 “At every large hospital (800 beds) there should be a neurological dept, with specialist 

staff.” 

 "Stress management support.” 

Mental health  

 “I would just like my referrals to stop being ignored. I struggle day to day and I feel very 

isolated and my anxiety is stopping me from doing anything. I just want some mental 

health support.” 

 “Long term support and therapy until I feel able to manage my mental health 

independently” 

 “Stress, anxiety and mindfulness workshops possibly alternative prescriptions like yoga on 

prescription” 

 “Provide more counselling or support groups for people with mental illnesses.” 

 “Keep checking my health and update on ongoing medication they require.” 

 “Provide resources to be able to give the guidance and advice immediately when I am 

concerned or worried about a condition, then prompt treatment thereafter.” 

 “Surgeons and nurses work their guts out, but support through their hospital is slow and 

hopeless.” 

Further comments 

Cancer 

 “I had a bad start to my journey from November 2015 to June 2016. OK from July 2016 

onwards.” 

 “I am fortunate to live near Macclesfield where doctors from the Christie hospital hold 

clinics. The treatment I have had has been first class, no complaints at all.” 

 “Nurses work long hours for very little pay, don't get paid over time.” 
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Dementia  

 “My surgery is now making an effort to make appointments etc. Easy for my husband.  

They will also do the bloods tests instead of going to the hospital. They are planning to 

do a dementia care plan.” 

 “I am struggling with my diagnosis and there is no professional who I can sit down with to 

talk about it. I need this.” 

 “Receptionists are usually very helpful.” 

 “We feel the amount of contact from NHS services has been poor. We are unsure of the 

future and need more support, advice, information.” 

 “My general opinion of the NHS is a good one. No complaints.” 

Heart and lung diseases  

 “Please charge drunks for treatment at A&E.” 

 “National programme for example; bowel cancer, aortic aneurysm is to be commended.” 

 “Initial diagnosis and care were very quick. Full diagnosis didn't happen until six years 

later. The condition needs constant monitoring six months appointments are over two 

years apart.” 

 “Help with cost of residential care as it becomes necessary.” 

Long term conditions  

 “Not always easy to get advice on phone as difficult to get through.” 

 “My dad was my mum's carer but due to failing health I now care for both of them.” 

 “Visiting your own local hospital is better for my own health well-being, it cuts down on 

stress which doesn't help my condition.” 

 “Overall quite happy.” 

Mental Health 

 “CWP has completely ignored me. I am appalled at the unprofessionalism and expected 

much better. My GP says they can't do any more for me.” 

 “I have a community psychiatric nurse but they are not very good. Ended up in hospital 

three times in four weeks.” 

 “Both my wife and myself spent time in Her Majesty Armed Forces and unless there is 

physical disability, there is little or no help from any other than the NHS.” 

 “There are a lot of places to visit to help in recovery and helping with confidence but no 

door to door transport.” 

 “I am the carer to my mum who suffers with Agoraphobia, depression, anxiety and social 

phobia so some of these questions (travel) do not apply as she has been housebound for 

over 3 years.” 

 

In focus: what are the main issues for people with autism and carers for 
people with autism in health and care? 

As part of our research activity, Healthwatch Cheshire East conducted focus groups with people 

with Autism Spectrum Conditions and Parent Carers of people with Autism Spectrum Conditions 

from Space4Autism in Macclesfield in order to gain the views and experiences from people who 

can struggle to have their views heard in regard to health and care. These focus groups took place 

on the evening of 23rd April 2019 and the morning of 24th April 2019, and were attended by 17 

individuals in total. 
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Main issues raised by the people with Autism Spectrum Conditions:  

 Knowledge / training around Autistic Spectrum Conditions - many health professionals 

only have a basic understanding. 

 Systems and Processes – many standard health 

systems and processes are not autism friendly. 

 Funding/Access to services – there is general 

lack of support services and where they do exist, 

they are underfunded/oversubscribed. 

 Engaging with community in developing 

strategies and designing services – greater use of 

co-production. 

 Knowledge - lack of understanding or blanket 

misunderstanding of autism spectrum disorders 

and how the experience of using health services is affected by these condition(s). 

 Training - Need for frontline delivery staff to undergo training to improve their 

understanding of autism spectrum conditions and how this affects the care journey for 

adults with autism spectrum conditions. It appears that how people are dealt with is very 

inconsistent. 

Some interesting comments included: 

 “[We] feel many Health professionals lack knowledge/experience of Autism.” 

 “Ten-minute appointments don’t work for someone with autism.” 

 “I find it hard to process the health information I am given – written info is not Autism 

friendly.” 

 “[I] feel I am shunted into services that are not appropriate, then from one to another. 

[This] just becomes a ‘tick-box’ exercise.” 

Main issues raised by Parents of People with Autism Spectrum Conditions: 

Systems and processes - Many of the processes involved in accessing health care are not 

necessarily tailored for people with Autism Spectrum Conditions and where they do exist are not 

consistently managed/delivered well. 

Funding/Access to services - There is a general lack of services and 

it appears something of a post code lottery. It would appear funding 

is the issue and where funding has been raised it is not through either 

health or social care commissioning but through the hard work of third 

sector/ charity organisations. There is also a need to support adults 

with autism spectrum conditions to navigate the care system and their 

own personal care journeys and to ensure that front line delivery staff 

in the NHS understand their needs. 

Strategy/Service development - The feeling of those living with 

Autism is that they are not listened to and when it comes down to 

statutory bodies developing strategies / designing services the idea of 

“Co-production” is almost non-existent.  

Some interesting comments included: 

 “The NHS’ [front line delivery staff] understanding [of Autism spectrum conditions] is 

poor.” 

 “The 111 online service is easier than waiting on the [111] phone [service].” 
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Who responded to the surveys 

Below is a breakdown of the demographics for people across Cheshire East who responded to one 

or both of our surveys. 

Table 28: Gender 

Of the 270 people who responded to the survey across Cheshire East, 265 responded to this 

question: 
 

Female Male Other I'd prefer not 
to say 

Cheshire East 196 68 0 1 

 

Table 29: Age 

Of all respondents to the survey, 266 provided age profile information. 175 respondents were aged 

55+, whilst those under 24 accounted for 12 respondents: 
 

Under 

18 

18-24 25-34 35-44 45-54 55-64 65-74 75+ 

Cheshire East 4 8 14 26 39 67 54 54 

 

Table 30: Do you consider yourself to have a disability? 

Of the 263 people who answered this question, just over two-thirds (177) stated they did not 

have a disability: 
 

Yes No I'd prefer 

not to say 

Cheshire East 82 177 4 
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Table 31: Ethnicity 

264 of all respondents answered this question. Of these 255 classed themselves as White British: 

  African Arab Asian 
British 

Bangladeshi Black 
British 

Caribbean Indian Pakistani White 
British 

Any other 
white 
background 

Any other 
mixed 
background 

Other 

Cheshire East 0 0 0 0 0 1 0 0 255 5 0 3 
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Table 32: Are you a carer? 

259 people surveyed responded to this question: 
 

Yes No 

Cheshire East 71 188 

 

Table 33: Do you have a long-term health condition? 

Of those people who responded to this question, around a third (83) said that yes, they had a 

long-term health condition, with a further 74 saying that they had one or more health condition: 
 

Yes, I have a long-term 

health condition 

Yes, I have more than one 

long term health condition 

No 

Cheshire East 83 74 102 

 

Table 34: Which of the following best describes you? 

Of those who responded to the survey, 249 answered this question: 
 

Heterosexual Gay or 
lesbian 

Bisexual Asexual Pansexual Other I'd prefer 
not to say 

Cheshire East 229 4 2 1 1 7 5 

 

Table 35: Your religion 

Across Cheshire East 263 people responded to this question: 

  Buddhist Christian Hindu Jewish Muslim Sikh Other No 
religion 

I'd prefer 
not to say 

Cheshire East 1 170 0 0 0 0 6 80 6 
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Next steps 

Next steps for Healthwatch Cheshire East 

Healthwatch Cheshire East will share this report with the people of Cheshire East, Cheshire East 

Council, the Health and Wellbeing Board, Eastern Cheshire and South Cheshire Clinical 

Commissioning Groups, Cheshire East Partnership Board members, Voluntary and Community 

sector partners and statutory stakeholders. This will ensure the views on what matters to the 

public help inform local planning, commissioning and delivery of health and care services in our 

communities. 

The findings will help identify priority areas for Healthwatch Cheshire East to focus on, and themes 

for future engagement, research and Enter and View activity. 

Below is a contribution from the Cheshire and Merseyside Health and Care Partnership about how 

the findings will influence their next steps in progressing the Long Term Plan: 

Cheshire and Merseyside HCP next steps 

Below is a contribution from the Cheshire and Merseyside Health and Care Partnership about how 

the findings will influence their next steps in taking the Long Term Plan forward: 

The work to produce this report done by our local Healthwatch is the biggest of its kind ever 

undertaken in Cheshire and Merseyside, with nearly 3000 people providing their feedback. We 

are immensely grateful for the time and effort that has gone into this report by all concerned. 

We would like to thank Healthwatch Cheshire (East and West) for their work in coordinating the 

research and for compiling the report, and we would also like to thank all of the Healthwatch 

that conducted the research and engagement activity in each area, specifically: 

 Healthwatch Cheshire East 

 Healthwatch Cheshire West 

 Healthwatch Halton 

 Healthwatch Knowsley 

 Healthwatch Liverpool 

 Healthwatch Sefton 

 Healthwatch St Helens 

 Healthwatch Warrington 

 Healthwatch Wirral. 

What shines through is the passion that our local Healthwatch representatives, and those who 

participated in the workshops and survey, have for health and care in general and the NHS in 

particular. To be able to tap into this, and the ideas that people are brimming with, and the 

understandable concerns they still have, gives us an invaluable, comprehensive insight into how, 

together, we can continue to improve health and care in Cheshire and Merseyside over the next 

five years and beyond. 

The wealth of information contained in the report will now enrich the development of the system-

wide strategy. The report, and the work that lies behind it, is an integral piece of our plan for 

public engagement around our five-year strategy. The strategy will be an aggregation of our nine 

Place plans, and it is essential that those plans meet the needs and requirements of their local 

communities. That is why Healthwatch work in each Place has been so important because it gives 

each Place a proper sense of what the priorities of local people are. I’m delighted that many of 

our Places are already incorporating their tailored reports into their thinking of their own plans. 
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This report is so important, but it won’t be the only engagement on our plans and strategies. 

Alongside the work of Healthwatch, we also intend partnering with VCS North West and be likely 

to be partnering with a local media partner to reach their audiences in Cheshire and Merseyside. 

And in our Places, considerable work will be getting underway to ensure all local stakeholders 

are engaged. Finally, we want to ensure the health and care workforce are also provided with 

the opportunity to have their say. 

We have now received the report and will require some time to digest its findings. For us though, 

there are two findings from the report which immediately stand out and which will need to be 

comprehensively addressed in the five-year strategy. The first is access – ensuring that local 

people can get the help they need much more quickly and easily than they can at present. The 

second is a service that is much more responsive to people’s needs and the way they live their 

lives today. 

Because of the importance we attach to engagement, and our ongoing relationship with 

Healthwatch, we intend repeating this engagement exercise in Place at least once before the 

launch of the strategy. This will allow us to explore these issues again but will also allow us to 

test whether the work we are identifying in our strategy that needs to happen to address these 

issues goes far enough. 

Our intention is to produce drafts of Place plans in September, alongside the system strategy 

draft. It will be then that we can re-engage with communities to test our ideas and see whether 

there is more that needs to be done. 

Neil Skitt 
Head of Communications, Cheshire and Merseyside Health and Care Partnership 
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Appendix 1 - People’s experiences of NHS support 

for specific conditions 

This appendix discusses the experiences presented in the second survey in more detail. 

Autism 

Assessment, diagnosis and treatment 

Three people with autism or who were carers for somebody with autism responded to this subject 

area of the survey. None of those surveyed had been diagnosed with autism within the last three 

years. One person told us that they had an additional health condition alongside autism, which 

they felt made it harder to manage their condition. 

The majority of people reported that the support they had received did not meet their needs.  

One person stated that there needed to be “more automatic referral to other health professionals 

e.g. Operational Therapist's and mental health support”, another that “Support available for 

those diagnosed with an eating disorder and autism was lacking” and one person stated that 

“greater joining up of the NHS with local councils for support” was needed. 

All respondents reported that they felt the time they had to wait to receive their initial assessment 

or diagnosis treatment was very slow – with times ranging from eight months to three years.  

Two out of three people reported their overall experience of getting help to be positive, whilst 

the remainder reported it to be negative.  

The provision of ongoing care and support 

All of the people surveyed told us that they were not offered any follow up health and care support 

and the time they waited to receive any treatment was too long. 

All respondents found it difficult to access ongoing support, of which the quality of the treatment 

they received did not meet their expectations, expecting ongoing support from a specialist. 

However, two people reported that third sector support was more available, working well for their 

needs.  

During the whole experience of getting support, two people reported that they did not receive 

timely and consistent communication from all of the services that they came into contact with, 

one respondent reported they ‘somewhat’ received timely and consistent communication.  

In terms of transport, two people told us that they used their own car as a means to get to 

appointments, willing to travel up to two hours to receive a quick and accurate diagnosis. One 

person reported that they used someone else’s car and so would only be willing to travel up to 

thirty minutes for this purpose. 

When first seeking help one person thought it was most important to see any medically appropriate 

health professional who is free immediately, whilst two other people would prefer to a see a 

health professional, they would normally see, accepting that they may have to wait. 

When receiving a diagnosis and explanation of treatment and support options all individuals 

preferred to see any medically appropriate health professional who is free immediately. 
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Prevention and/or early intervention 

When asked what they expected from the NHS to help them stay healthy, two people said that 

they expected some support, whilst one person said they did not know what level of support they 

wanted to receive. 

We also collected some commentary in line with these answers:  

 “My daughter has autism, ADHD, SPD and anxiety. After diagnosis there was very little 

help in terms of support and management. This makes everything so much harder. What 

could the NHS do: They could offer practical support and help after diagnosis. They could 

reduce waiting lists so diagnosis doesn't take years.” 

 “[We would like to see] more support for adults with autism and mental health issues, 

particularly eating disorders.” 

 “Any support would be good. The only support for autism in my area is in the third sector.” 

 

Cancer 

Assessment, diagnosis and treatment 

Three people with cancer responded to this subject area of the survey, of which, one person was 

responding on behalf of another individual that they cared for. All of those surveyed had been 

diagnosed with cancer within the last three years and one person told us that they had an 

additional health condition alongside cancer, which they felt made it harder to manage their 

condition. 

Two people said that the support they received met their needs, whilst one person said it did not. 

Two people reported that the waiting times for treatment were too long. The overall experience 

of getting help, however, was positive.  

One person reported that the time they had to wait to receive their initial assessment or 

diagnosis/treatment was fast, whilst two people said that they felt the time they had to wait was 

slow (did not indicate time period) or very slow (waiting 10 months).  

The provision of ongoing care and support 

Two respondents reported that they were offered follow up health and care support, and access 

to a specialist was fast. One individual was not offered further support of this kind and the referral 

time to a specialist was ‘very slow’, at 10 months. 

One person felt they needed to access ongoing support, stating that it was easy to find and met 

their expectations, adding that it seemed ‘organised’.  

During the whole experience of getting support, two people felt that they received timely and 

consistent communication from all of the services that they came into contact with, one stating 

that this “made life easy for me to plan each stage - Chemo/Operation/Chemo”. One respondent 

reported they ‘somewhat’ received timely and consistent communication; however, it was ‘very 

slow’. 

In terms of transport, two people stated that they used their own car as a means to get to 

appointments, one willing to travel over two hours and one under 30 minutes to receive a quick 

and accurate diagnosis. One person used the bus, and was willing to travel 30 minutes to an hour 

for this purpose. 

When first seeking help, two people thought it was most important to see any medically 

appropriate health professional who was free immediately, whilst one person said they would 
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prefer to a see a health professional they would normally see, accepting that they may have to 

wait. 

When receiving a diagnosis and explanation of treatment and support options, two people thought 

it was most important to see any medically appropriate health professional who was free 

immediately, whilst one person said they would prefer to a see a health professional they would 

normally see, accepting that they may have to wait. 

When receiving initial treatment or support and in receiving long term support, all respondents 

preferred to see any medically appropriate health professional who is free immediately. 

When asked what level of support they want the NHS to provide to help them stay healthy, two 

people said they would like to receive some support, whilst one person said they would like a lot 

of support. 

Prevention and/or early intervention 

When asked what could the NHS do to help you stay healthy or manage any condition you have, 

people said they would like “lots of advice”, “confidence building”, and “regular check ups”. 

Some interesting comments included: 

• “Having terminal cancer – [I was] diagnosed late because I did not fit the expected 

profile.” 

 

Dementia 

Assessment, diagnosis and treatment 

15 people with dementia or caring for someone with dementia responded to this subject area of 

the survey. 11 out of the 15 people surveyed told us they were responding on behalf of someone 

else. Eight respondents told us that their condition had started within the last three years. Nine 

people told us that they had an additional health condition alongside dementia; two of which said 

that they felt this made it harder to manage their condition, two others thought it made it easier 

and four more said that this made no difference to their care experience. 

When seeking initial support seven people told us that the care they had received met their needs. 

Six told us that the support ‘somewhat’ met their needs, whilst two people told us that the initial 

support did not meet their needs.  

Out of those surveyed, nine people told us they had an additional long-term condition, whilst six 

told us they did not. Those with a long-term condition reported mixed responses towards the 

effect this had on seeking support for more than one condition at a time – two people said it made 

the process easier, two said it made it harder and five said it made no difference to their care 

journey. 

When asked how respondents would describe the time that they had to wait to receive their initial 

assessment or diagnosis, there was a mixed response – five positives (fast, very fast), five negative 

(slow, very slow) and five said it was okay. Waiting times ranged from one hour to one year. 

When asked how they would describe the time they had to wait to receive their initial assessment 

or diagnosis, the responses leaned towards the positive (five responses), with three people stating 

that the waiting time was ‘okay’ and three saying it was ‘slow’.  

The provision of ongoing care and support 

The vast majority of those asked told us that they were offered follow-up health and care support 

(13 out of 15 respondents) and access to a specialist (12 out of 15 respondents). When asked what 
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could be improved, practical options stood out, such as; “more information on support groups”, 

“increased regularity” and “length of check-ups.” 

The vast majority of respondents found it either ‘okay’ (seven responses) or ‘easy’ (two responses) 

to access ongoing support after they were diagnosed or assessed, with three people finding it very 

difficult. Six people found that the support they received met their needs, three said it somewhat 

met their needs and four said that it did not. Of note, were comments on the difficult in accessing 

day care support and the quality of the care received in these instances. 

During the whole experience of getting support seven people reported that they ‘did not’ receive 

timely and consistent communication from all of the services that they came into contact with, 

five respondents reported they ‘did’ and three said that they ‘somewhat’ received timely and 

consistent communication. 

Twelve people stated that they used a car as a main means of transport, willing to travel under 

30 minutes (four people), 30 minutes to one hour (six people) and over two hours to receive a 

quick and accurate diagnosis (two people). One person reported that they used a bicycle and one 

person that they used a bus - both willing to travel 30 minutes to an hour. 

We asked people, throughout their care journey, whether they would prefer to see any medically 

appropriate health professional who is free immediately or to see a health professional they would 

normally see, accepting that they may have to wait. When first seeking help, six people thought 

it was most important to see anyone who was free immediately whilst seven people would prefer 

to see who they would normally see, whilst one did not mind either way. When receiving a 

diagnosis and explanation of treatment and support options seven individuals preferred to see 

anyone who is free immediately whilst five would prefer to see who they would normally see, 

whilst one did not mind. During initial treatment eight individuals preferred to see anyone who is 

free immediately whilst four would prefer to see who they would normally see, whilst one did not 

mind. During long term support nine individuals preferred to see anyone who is free immediately 

whilst four would prefer to see who they would normally see, whilst one did not mind. 

Prevention and/or early intervention 

10 people stated that they expected the NHS to provide some support to help them stay healthy, 

whilst three people said they would expect a lot of support and three people did not know what 

level of support they wanted to receive. 

Some interesting comments included: 

• “Proper social care for all. Dementia for example is a life changing and terminal illness 

with no cure but is still treated as a 'social' disease instead of a disease of the brain.” 

• “I have to go into hospital for a hip replacement which leaves me unable to care for my 

husband with dementia. As he is 'self-funding' I have been left to sort out his care with 

no help, along with the hospital changing the date of the operation. At this point I have 

no idea who will help me when I return home. I am at the point of cancelling the 

operation.” 

 

Heart and lung diseases 

Assessment, diagnosis and treatment 

Out of the five people who responded to the survey who had a heart and/or lung condition, two 
found that they could access initial support in a timely manner, whilst two people found it 
somewhat slow. One person recommended an improvement of earlier help/intervention from the 
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respiratory team. The other person stated that “Accessing help was very difficult, it took two 
years. Once accessed the system it was very helpful.”  

There is an overall satisfaction with experiences of getting help and it was felt there was no 
difference in gaining support even with additional health conditions. Three out of five people 
thought the timescale for the initial assessment or diagnosis was satisfactory, one quoted “Mental 
health issues a bit slow initially, but ok later on.” From diagnosis to treatment four out of five 
people found the timing acceptable. 

The provision of ongoing care and support 

Three people were offered access to further health and care support, one stated “Ongoing support 
is okay,” another said “help was given by Age UK in Macclesfield.” When asked what could be 
improved in the accessing of support, one said “Any information is always helpful.” 

All five people were referred to a consultant or specialist, four were satisfied with the waiting 
time to be seen and three found access to ongoing support after diagnosis or assessment to be 
fine. All five people were happy with the support options they were offered and met their 
expectations; one person quoted “While in hospital the care had been superb but aspects fall 
short when it comes to administration translation.” 

Throughout the duration of care, two out of five people thought their experience in the support 
they received was timely and the communication was consistent. One stating “Care is helpful. I 
understand and accept resource limitations.” One was not impressed quoting “I was never given 
a letter confirming diagnosis which meant I couldn't access some services.” The other two people 
were of an opinion that the care was adequate but quoting “Discharge letters are very slow in 
coming and sometimes people have to park, incurring parking charges because a patient has to 
wait for a letter,” and that support “always seems very difficult to access.” 

Three people said they are prepared to travel 30 minutes to an hour to receive a quick and 
accurate diagnosis, while one said less than 30 minutes and one stating one to two hours travelling 
time. Four people would travel up to an hour for specialist treatments with one person saying up 
to two hours. 

Two people said it was more important to them that they see any medically appropriate health 
professional immediately who is free when seeking a diagnosis and explanation of treatment or 
support options. One person said seeing a health professional you normally see is important during 
the initial treatment and support although there may be a wait, while another person would rather 
see any medically appropriate health professional who is free immediately. 

During the long term support, one person would prefer to see any medically appropriate health 
professional who is free immediately while another said seeing a health professional you normally 
see is better although a wait could be possible. 

Prevention and/or early intervention 

Out of the five people who responded, three said they would like some support from the NHS to 
help them stay healthy, one would like a lot of support and another didn’t need any support.  

When asked what the NHS could do to help people stay healthy or manage conditions, one person 
responded that the NHS needed to keep funding the respiratory teams. Another person felt they 
have been given all the help and support with their condition. Whilst another said that improving 
day care for dementia patients and long term support was important. 
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Long-term conditions, i.e. diabetes and arthritis 

Assessment, diagnosis and treatment 

We received 15 responses from people with a variety of long-term health conditions such as 

Diabetes, Parkinson’s, Multiple Sclerosis, Neurological and Lipoedema. 11 of these people live 

with more than one condition including long-term conditions or disabilities. Six people had been 

diagnosed within the last three years and only two of those felt the support received at the start 

was provided in a timely manner; one quoting “The doctor advised to contact Parkinson UK, both 

been very helpful.” The other four people were not as impressed with the lack of initial support. 

One said “When diagnosed, it was difficult to find out where to go to find support. I had to search 

for help myself.” 

Of the remaining nine people who had been diagnosed beyond three years, five were happy with 

the timescale of receiving support. For example, one said: “Support has been fantastic from the 

diabetic nurse, I can get appointments easily. Their advice has been invaluable.” Three people 

felt the initial support was lacking, one quoting, “My main stumbling block has been educating 

my parents. Medical jargon and masses of paperwork, needs simplifying.” Five people described 

their overall experience of getting help as very positive, five positive, two average, two negative 

and one very negative. Five people described the experience of seeking support for more than one 

condition at a time was easier. 

Six out of fifteen people thought the timescale for the initial assessment or diagnosis was very 

fast/fast one saying “Diagnosis made that day.” Four thought it was satisfactory; one quoted “It 

was four weeks after my last scan to tell me I had Parkinson's”. Another said “We found out by 

accident that he had Parkinson’s by seeing a different doctor but we had to travel to Oldham 

Hospital to be seen earlier but he also had C.O.P.D. and a pacemaker.” Three people said it was 

very slow “It took about 8 weeks for GP to agree with a diagnosis we had got in South Africa.” 

And another person quoted “12 months to see a Lipoedema nurse, and now for bariatric surgery 

and counselling for my eating issues it’s also a 12 month wait.” Whilst another said “Symptoms 

started in January, was diagnosed in the August.” 

The provision of ongoing care and support 

From diagnosis to treatment eight out of fifteen found the timing acceptable. Ten people were 

offered access to further health and care support, one stated that they were “Made aware of 

support by MS nurse who visits Leighton weekly from Stoke-on-Trent Hospital.” When asked what 

could be improved in accessing support, one said “Leighton Hospital should extend hours of 

neurological department”, another said “Knowledge and attitude of specialist staff.” 

All five people were referred to a consultant or specialist; four were satisfied with the waiting 

time to be seen and three found access to ongoing support after diagnosis or assessment to be 

fine. All five people were happy with the support options they were offered and this met their 

expectations; one person quoted: “While in hospital the care had been superb but aspects fall 

short when it comes to administration translation.” 

Nine people commented on the support they accessed and what works well, one quoted “Seen by 

Multiple Sclerosis nurse regularly, also email needed for extra support between appointments”. 

Another said “I see a specialist nurse every three months. Yes, it is a great support but availability 

for appointments is difficult.” 

Twelve people were referred to a specialist and three of those said it was a slow wait between 

the initial appointment and seeing a specialist. One said, “12 month wait for bariatric consultant 

and 6 months for gastro appt and I’m meant to be on Barrett’s monitoring programme.” Nine 

people found accessing ongoing support after their diagnosis/assessment was good, one was 

referred to hospital within 2 months of diagnosis. Six people said the support options offered met 
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their expectations, seven said it was satisfactory and one person said “I wasn’t offered any support 

except regular gastro-endoscopies.” “Once I received a Gastro-endoscopy letter on the day of the 

procedure and I work full time. I cannot just drop my job to go. But the nurse gave me a lecture 

about missing the appointment. I'm sorry but considering it is your issue, if it is that close you 

should have called me.” 

Throughout the duration of care, eight out of fifteen thought their experience in the support they 

received was timely and the communication was consistent.  

Eight people said they were prepared to travel 30 minutes to an hour to receive a quick and 

accurate diagnosis, while two said less than 30 minutes and four stated one to two hours travelling 

time.  

Three people would travel less than 30 minutes to receive specialist treatment, four people would 

travel up to an hour for specialist treatments, with five prepared to travel one to two hours and 

two people would travel more than two hours. 

When first seeking help, six people said seeing any medically appropriate health professional, 

which is free immediately is most important to them, five people said it is more important to them 

to see a health professional they normally see even though they may have to wait.   

Six people said seeing a health professional you normally see is important during the initial 

treatment and support although there may be a wait, while four people would rather see any 

medically appropriate health professional who is free immediately. 

During the long-term support, two people would prefer to see any medically appropriate health 

professional that is free immediately, while eight said seeing a health professional you normally 

see is better although a wait could be possible.  

During these people’s long-term support, seven would prefer to see a health professional they 

normally see even though they may have to wait and two would prefer to see any medically 

appropriate health professional that is free immediately. 

Prevention and/or early intervention 

Out of the fifteen people who responded, seven said they would like some support from the NHS 

to help them stay healthy and three would like a lot of support.  

When asked what could the NHS do to help you stay healthy or manage any condition you have, 

these are the responses from twelve of the fifteen people: 

• “Provide up to date and holistic advice.” 

• “Stop fat phobia, start listening to symptoms better and not assuming the patient is 

being paranoid.” 

• “Make seeing a doctor easier.” 

• “Multiple Sclerosis nurse is very helpful and I have her email address if I have any 

problems between appointments.” 

• “At every large hospital (800 beds) there should be a neurological department with 

specialist staff.” 

• “No more than is being done at the moment, for which I am most grateful.” 

• “To be seen quickly.” 

• “Provide me with clear information. A designated person who I can contact to sort out 

prescriptions and information/help.” 

• “Provide follow up appointments.” 

• “Stress management support.” 

• “Access to physical exercise not just for older people.” 
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Further comments received from five people: “Not always easy to get advice on phone as difficult 

to get through.” “My dad was my mum's carer but due to failing health I now care for both of 

them.” “Visiting your own local hospital is better for my own health and wellbeing; it cuts down 

on stress which doesn't help my condition.” And the final comment said “Overall quite happy.” 

 

Mental Health 

Assessment, diagnosis and treatment  

Seven out of the sixteen people with mental health conditions who responded to the survey had 

been diagnosed within the last three years. Six people already had other health conditions, two 

of which found it harder to seek support. Two found support in the first instance and were able 

to access it in a timely manner; “The support met my needs but it was 8 weeks after a telephone 

assessment before I saw anyone.” Five people found it somewhat slow, with one quoting; “My 

boyfriend attempted suicide and was taken to hospital by ambulance. He was given leaflets and 

told to self-refer to adult mental health. I think they should have asked him for permission to 

refer at hospital. He hasn't referred himself yet, although he says he wants help. It has been one 

month since then, and I'm worried about him.” Nine people did not feel they were given support 

in the first instance at a crucial time of need. “I was referred to IAPT which I've already completed 

twice and have done 1-2-1 CBT, group CBT and Mindfulness, they have turned me down 4 times 

this year. It is a terrible service.” Another person says “My wife was diagnosed with Alzheimer's 

in 2017, but was first seen and diagnosed 4 years earlier and the report/file was not passed on 

by the relevant doctor/specialist, who had since retired and moved abroad.” 

There is a mixed review on these people’s overall experience of getting help, one said they felt 

positive about the experience, six said it was average, six said negative and three said very 

negative.   

Six people highlighted that their waiting time to receive their initial assessment or diagnosis was 

very slow, with various responses of times between six months and four years from first seeing 

someone to being diagnosed. Another person commented that “it was going to be over 12 months 

which was ridiculous, so we pursued another avenue and went private.” Out of the three people 

that said their experience was slow, one person said “I self-referred in and waited two weeks 

before I was ‘assessed’ by phone.” Other people that said the service was okay, said that they 

waited “a couple of weeks for CAMHS, 3 months for CHEDS.” Whilst others gave timescales such 

as six months or two years.  Those that said the service was fast said that “After calling the GP 

surgery I had an appointment within a week” and the person that highlighted very fast, stated 

that “as it was a serious situation it was dealt with quickly. A police officer rang on my mum’s 

behalf and she was seen at their house within days.” 

When participants were asked ‘How would you describe the time you had to wait between your 

initial assessment/ diagnosis and receiving treatment?’, five responded very slow, five slow, one 

fast and the others don’t know/ ok.  

The provision of ongoing care and support 

After being diagnosed or assessed, respondents were asked if they were offered access to further 

health and care support; ten people responded yes, some of whom described that the support 

they accessed was “individual therapy and dietetic input and it worked well.” When asked what 

could be improved the same respondent said “choice of clinicians, psychiatric input, more 

intensive treatment options; day/inpatient”. Another respondent that accessed further support 

said that “My wife was prescribed medication with which she suffered some side effects. Our GP 

took her off for six weeks to see if anything changed, but when seen again by the psychiatrist she 
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said the GP should never have taken her off the medication and as a result could not be put back 

on the same drug.” They suggested that to improve the support they wanted to see “more 

psychiatric reviews, especially after a long 4-year delay and better review/ monitoring of drugs 

prescribed.” Another quoted that “Social services helped a lot. She bought my mother clothes 

that she needed. Seeing someone weekly helped her morale.” This respondent said that to 

improve their support they would want “to be matched with a more suitable CBT therapist. For 

the therapy to be more tailored.” Another of the yes respondents said that they “have not yet 

accessed, still on the waiting list.” And another saying that they had a “referral to Shared Lives, 

but that has to be paid for.” This particular respondent said that they would have liked “free 

transport to be available.” Another respondent who commented on what could be improved 

mentioned about the mental health nurse and said that they could have “taken time to listen 

instead of writing out a prescription within the first few minutes of entering the office.” Out of 

the sixteen respondents, five said they did not receive access to further health and care support, 

but did not provide further comments. 

Respondents were then asked if they were referred to a specialist such as a hospital consultant, 

psychiatrist or physiotherapist; nine said they were and six said they were not. The two people 

who responded yes described that the time they had to wait between the initial appointment and 

seeing the specialist was very slow, one of whom said “four or five months”. Others who said slow 

(two), said that “the length of the wait further intensified symptoms”, and those that specified 

ok (two), one said “six months” and the other said “four weeks” and those that said fast (two), 

one of whom said “when I complained to our GP about my concerns regarding my wife’s mental 

state, things moved on pretty quickly from then on.”  

Respondents were then asked how easy they found it to access ongoing support after you were 

diagnosed or assessed; three stated very difficult, four difficult, four ok and three easy/ very easy. 

After being asked ‘Did the support options you were offered meet your expectations?’ eight said 

No, whilst six responded somewhat, and two yes. Some of the comments that the somewhat 

respondents said when asked to explain how the care did or did not meet their expectations and 

how it could be improved, quoted that “Tonnes of booklets/handouts /sheets of information was 

given but more practical help would have been better. In the early days, money seemed to be 

the deciding factor, if we have it, we then have to organise it ourselves, no one will recommend 

or suggest.” Another said that they “has a lot of visits, but needed help get there.” One of the 

No respondents said that they were “Told to ring talking therapies, which doesn't work. I was with 

CMHT for years and it helped but since being signed off in November 2017, I have been left with 

no support. I've tried everything. My mental health is the worst I've ever known. I've become 

agoraphobic, severe anxiety but totally unsupported and my GP just isn't interested. He told me 

to get a job. I feel really let down and ignored.” Another said there was a “Lack of care and 

empathy, treated like we were animals in a feeding zoo.” Another mentioned “Not sending us the 

information they said they would send, twice. Soul destroying when you need help.” And another 

said that there was “no support being offered.” The yes respondents said that they did get 

efficient support from the nurse/doctor.  

When respondents were asked whether during their whole experience of getting support if they 

received timely and consistent communication from all of the services that they came into contact 

with, eight responded with no, three said somewhat, and three said yes. Respondents were further 

asked to explain how the care did or did not meet their expectations and how could it be improved; 

the yes respondents said the “Long term plan and medication were given and they were well 

informed.” Whereas one of the No respondents said “I haven't been offered any support 

whatsoever. I've tried talking therapies, useless. For over a year and four referrals from my GP. 

Not heard a thing and GP not interested. Feel suicidal and have given up as sick of being treated 

so appallingly. My family are going to complain as they can see how ill I am.” Another said “There 

were a couple of times due to work commitments and illness I was unable to attend a session and 

trying to contact the right person to inform the clinician and rearrange was difficult. I was told 
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someone would be back in touch and they never did. Even the telephone numbers I was given on 

the paperwork supplied to me were not correct.” Whilst another said they “have not yet accessed 

talking therapy/ CBT, still on the waiting list.” Another respondent said “many results were never 

shown or made known to me or my GP.” and another said there was a “lack of communication 

throughout.” Another highlighted that “my boyfriend hasn’t received any calls since going to 

hospital.” 

Respondents told us that when first seeking help seeing any medically appropriate health 

professional who is free immediately was most important to them. 

When receiving a diagnosis and explanation of treatment or support options, what is most 

important brought a mixed response of some people who prioritised seeing a health professional 

they normally see even if having to wait have to wait and others who thought that seeing any 

medically appropriate health professional who is free immediately to be most important. The same 

was true for during initial treatment or support. 

Travel expectations  

When respondents were asked what their main means of transport were; seven people said they 

own a car, two people said bus, one person said taxi and the rest stated other. They were then 

asked how much time they would be willing to travel to receive a quick and accurate diagnosis; 

to which three people answered less than 30 minutes, eight said 30minutes to 1 hour, and three 

people said 1-2 hours. Participants were then asked ‘how much time would you be willing to travel 

to receive specialist treatment or support?’ The majority of the previous respondents stated 

roughly the same time; three, less than 30 minutes, six 30 minutes to 1 hour and five 1-2 hours.  

Prevention and/ or long-term support  

During long-term support, what is most important brought a mixed response from some people 

who prioritised seeing a health professional they normally see even if having to wait and others 

who thought that seeing any medically appropriate health professional who is free immediately to 

be most important. 

When respondents were asked what level of support, they wanted the NHS to provide to help them 

stay healthy, ten responded with some support and five answered a lot of support. People were 

then asked what could the NHS do to help them stay healthy or manage any condition. The 

respondent which answered some support, said that “I would just like my referrals to stop being 

ignored. I struggle day to day and I feel very isolated and my anxiety is stopping me from doing 

anything. I just want some mental health support.” Another answered saying “stress and anxiety 

and mindfulness workshops possibly alternative prescription like yoga on prescription.” Another 

said “Provide more counselling or support groups for people with mental illnesses.” And another 

said “Provide resources to be able to give the guidance and advice immediately when I am 

concerned or worried about a condition, then prompt treatment thereafter.” The respondents 

who said they would want a lot of support, said that they would want “Long term support and 

therapy until I feel able to manage my mental health independently.” Another said, “More 

contact/support from admiral nurses (specialist dementia nurses) or community psychiatric 

nurse, but admiral nurses do not cover this area and the CPN's hold an annual review.” Whilst 

another said “regular check-ups, phone or in person.” 

Further comments from people included: 

• “CWP has completely ignored me. I am appalled at the unprofessionalism and expected 

much better. My GP says they can't do any more for me, so what am I supposed to do. 

I do feel like giving up completely as I don't 'think I can cope with living like this and I 

don't seem to be able to get any support. I've ended up in A&E with my anxiety, but 

fobbed off again. I have nothing good to say. I've been completely let me down when 
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I was desperate for help. My family are appalled and I'm surprised I'm still here because 

I'm close to giving up altogether.” 

• “Both my wife and myself spent time in Her Majesty Armed Forces and unless there is 

physical disability, there is little or no help from any other than the NHS.” 

• “I have a community psychiatric nurse but they are not very good.  Ended up in hospital 

3 times in 4 weeks.” 

• “There are a lot of places to visit to help in recovery and helping with confidence but 

no door to door transport.” 

• “I am the carer to my mum who suffers with Agoraphobia, depression, anxiety and 

social phobia so some of these questions (travel) do not apply as she has been 

housebound for over 3 years.” 

• “Better mental health services and more resources for preventative services and lower 

level services such as counselling, CBT etc, especially coping with stress which I think 

is a big factor for people over eating, not having the energy to exercise and 

contributing to other serious illnesses. There is currently a waiting time of up to a 

year for access to counselling in this area.” 

• “More mental health support.” 

• “Luckily I could afford private healthcare - the wait for mental health treatment was 

over 12 months and I was off work until I had received the treatment I needed.” 
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Notes 
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