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Executive summary

Background

This report provides the | ocal NHS with peopl eds v
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 0 people living longer, more people living with long -term
conditions, and I|ifestyl e chodngee are nadddddocntakersgre pe o p |
everybody gets the support they need.

The NHS has produced a Longlerm 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 and Merseyside 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 expe rience 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 t
views locally with Healthwatch England who make sure that the government put people at the

heart of care nationally.

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
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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 E ngland 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 wasto 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 entit
servicesd, and the second survey |l ooking at

As the coordinating local Healthwatch for the nine w ithin 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.

People in Cheshire and Merseyside were askeda series of questions to ascertain :

A How would you help people live healthier lives?

A What would make health services better?

A How would you make it easier for people to take control of their own health and wellbeing?
A What would you do to make support better for people with long -term conditions?

Surveys wereavailable both online and in paper copy. Each local Healthwatch promoted the survey
using their websites, social media, local press, and engagement activity based on local links and
expertise. At least two focus groups with a minimum of 10 attendees at eac h were also conducted
in each area. The format guidance from Healthwatch England enabled all local Healthwatch to
structure their focus groups differently in order to suit their local area and participants, which
provided a richness of information that wou Id have been lacking with a one size fits all approach.

The table below lists the focus groups conducted by each local Healthwatch.

Healthwatch Cheshire East Students (p.68)
People with Autism (p.87)

Healthwatch Cheshire West Students (p.104)

People with Autism (p.122)

Healthwatch Halton 2x Cancer Support Groups(p.155)

Healthwatch Knowsley General Public (p.174)

Older People (p.179)

People with Mental Health Conditions (p.201)
People with Learning Disabilities (p.205)

YoungPeople (p.214)

Healthwatch Liverpool Older People (p.235)

People with Long Term Conditions (p.253)

= = = = = = = = = = = = =9

Healthwatch Sefton General Public (p.268)
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1 Children and Young People Starting Well with
representatives of local CCGs, local authorities,
voluntary and faith groups (p.287)

Healthwatch St Helens 1 General Public (p.306)

1 People with Mental Health Conditions (p.328)
Healthwatch Warrington 1 Families of Seriously Ill Children (p.352)

1 People with Learning Disabilities (p.353)
Healthwatch Wirral 1 Carers(p.385)

I Deaf Community (p.386)

In Cheshire and Merseyside,we received 2487 survey responses, consisting of1928 general surveys
and 559 specific condition surveys. There were also 320 attendees across 21 specific focus group
events. This meant that Healthwatch were able to capture 2807 pieces of information across
Cheshire and Merseyside. A breakdown of the demographics of who replied to our surveys is
included on page 45.

The results of both surveys are presented at a Cheshire and Merseyside level in Chapter 1. Results
at a local authority level and summaries of focus group events are then provided in  the following
chapters for each of the nine local Healthwatch .

What would you do? 4
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Chapter 1 dCheshire and Merseyside

Summary of Findings:

What matters most to people in Cheshire and Merseyside?

I The most important factor for people to ensure they are leading a healthy life is to have
access to the help and treatment needed when it is wanted . People also want
professionals to listen to them.

1 Other comments centred on access to healt hy lifestyles , better local infrastructure
availability of more self -help information to support the prevention of illness and a more
joined up approach to appointments and referrals with more community support

1 People want easy access to quality GP appointments at times to suit them.

91 People told us that t he ability to stay in their own home for as long as it is safe to do so
was the most important factor to helping them stay independent and healthy as they get
older.

1 Comments also focused on the need for more information on the community support
available , more home visits from professionals and carers, more funding for palliative
care and the integration of health and social care  services to provide better continuity
of care. The need to feel financi ally secure and the impact of poor public transport links
on loneliness and isolation were also emphasised.

1 Respondents overwhelmingly stated that choosing the right treatment should be a joint
decision between the individual and relevant healthcare professional.

9 Other dominant themes covered funding, the benefits of continuity of staffing , good
guality service information and timely communication

Interacting with the NHS

1 Regardingtheir interaction wit h the NHS most respondents felt that being able to talk to
their doctor or health professional wherever they are was most important.

1 Other important factors were considered to be confidence regarding security of personal
data, clear communication channels and good access to services including GP
appointments.

1 Comments regarding the use of technology were mixed emphasising that methods of
information provision should be varied

Systemwide issues

1 People across Cheshire and Merseyside commented on challengegacing them through their
treatment journey and the impact that service change and transformation may have on
this, including population increases . A number of people feel frustrated with the system
but also reflect upon funding and ongoing issues facingthe NHS

Experiences of people with specific conditions

1 Those with specific conditions on the whole found their experience of getting help in regard
to their condition to be positive.

1 People with Cancer were generally the most positive about their experien ce and waiting
times to access assessment and treatment.

1 People with Mental Health conditions tended to report poorer experiences and found
waiting times for assessment and support to be very slow.

1 Responses from those with heart and lung conditions or oth er long-term conditions such as
diabetes or arthritis across Cheshire and Merseyside were often mixed with some people

What would you do? 5
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finding their experience and waiting times to be good and others finding it to be
inadequate.

1 People with all of the conditions we asked about provided mixed responses about whether
they would like to prioritise seeing a professional they had seen before even if it meant a
longer wait, or seeing any professional appropriate if it meant they were seen quicker for
each stage of their care jo urney.

Survey results

The following sections now break down the results of the 2487 responsesacross Cheshire and
Merseyside to the surveys designed by Healthwatch England. The first sections use the 1928
responses t oPeohpel eglesexmerancesréBhéalth and care servicesd sur vey, bef
breaking down the 559 survey responses from people discussing support for specific conditions.

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

9 Living a healthy life

1 Keeping independence and staying healthy in later life
1 Managing and choosing support and treatment

1 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, peop | e were asked to rate each of t he
i mportantd to O6not i mpmotenthan a@ahé dopiThemec¢ouled
i mp o r tFnally, Gespondents were then asked to elaborate on what works well and what could

be improved in these areas. Included are examples of responses given by people which are
illustrative of the other comments received.

What would you do? 6
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What is important to people about health and care

services?

Living a healthy life

We asked people to tell us about what is most important to ensure that they are leading a healthy
life. When considering how to lead a healthy life access to the help and treatment needed when
they wanted it was deemed as being the most important aspect by respondents (see Chart 1).
1877 people responded to this question.

Chart 1: What is the most important to you to help you to lead a healthy life?

1200
o 1000
2 792
@ 800
o
S 600
5 422
£ 400 290 282
>
0 [
Access to the help Easy access to the For every Professionals that The knowledge to
and treatment | information | need  interaction with  listen to me when | help me do what |
need when | wantit to help me make health and care speak to them can to prevent ill
decisions about my services to count; about my concerns health

health and care my time is valued

When asked to rate this on a scale of very important to not important at all (see  Table 1) access
to help and treatment needed when they wanted it was still seen as being the most important
aspect. However, professionals that listen to people when they speak about their concerns was
also rated extremely high. 1874 people responded to this question, though not everyone responded
to all options.

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

Access to the help and 1533
treatment | need when | want it

Professionals that listen to me 1516 323 27 2 2
when | speak to them about my

concerns

Easy access to the information | 1256 519 79 10 5

need to help me make decisions
about my health and care
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Having the knowledge to help 1211 556 89 10 4
me do what | can to prevent ill

health

For every interaction with 1200 585 91 16 5

health and care services to
count; my time is valued

We also asked respondents to think about one more thing that would help them to lead a healthy
life. This was a free text question and so answers were collated into common themes and key
points from across Cheshire and Merseyside and are summarised below using comments
illustrative of others received :

Healthy lifestyles and prevention

A key theme that emerged from this question was the importance of healthy lifestyle intervention
and prevention services:

f 0OEasier access to supporfs,eteespeciallin @adylekesingors uppor

weekends, variety of times of day/ week. o

T 0Regul ar health checks for adults that coul d
prevented from causing long term illness. o

T ol nformation on | i f e seteciseeThanbang abkk torcapsuldwitean a n d

expert for appropriate services both for currently healthy people and people with long
term conditions. 6

1T 0Access to healthy cooking cour se, heal th wal k

T 0Access t o heal. theapep offery forsgynmasiung swimming to enable a
proactive |ifestyle. o

T 0An annual i nvit at i-gnThi$wouldhalptgpckup any problerh mocek

guickly and efficiently. 6

Access to services

Respondents commented upon there being a joine d-up approach to services ensuring that there is
a more accessible and streamlined approach, and in particular the offer that is available to support
them in the community:

T 0More routine outreach s er v[ihereisno]i needfohl@eg o mmu n i
journeys, finding someone to drive and | imited
1T 0Acceptable wait &E meg viicaresG®H and A
1 0Easy [aof thefisssline consultation then quick response from referral, at present
| am waiting seven weeks for a physio referral which in the meantime means | am causing
more problems to my health. ¢
T oLocal services that are accessible. | curren
health issues because | cannot get to the clinics, they are v ery far away and inaccessible.
Better resourced services, more money for staff, sites and equipment needs to be
allocated to both primary and secondary care as waiting times for both are appalling. |
have been on waiting lists for several servicesthatare essenti al for many mo
f 60Joined up care pathways whichi prevensi i sobate

What would you do? 8
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Person centred and self-help

Respondents also told us that information should be more readily accessible regarding any self -
help and educational health information , which would contribute to a more person-centred
approach to care:

1

1

1

1

1

0Somewhere to go for professional advice about
but can be concerning to myself. 6

0 J o i-updrelatments - being treated as a whole person, you are always treated as though

you only have one thing wrong with you. o
oBetter awareness of regulated support services
my GP for them first. o

"Health Education is vital through our life, from school to care home. Everybody should
understand what is needed for our health and wellbeing, especially at a young age."
0Giving ownership of health back to patient.

Environment and infrastructure

Another key theme to emerge across Cheshire & Merseyside was the importance of infrastructure
that supported a healthy lifestyle, and a cleaner environment:

T oBetter | oc al infrastructure. Devel opers have
there has been an utter failure to meet the needs of the =~ community by providing a new
medi cal centre, or any other community facilit
1 0The council putting more effort into making public open spaces safe and pleasant spaces

to spend time in.o

T 0Affordabl e and eashieerp tarcatnisvpiotritest.od sel f

T OoMoréeesacycle routes. o

1T 0Less takeaways and fast food oUtlets would he
T 0A healthier environment free from carcinogeni
1T oLess traffic, very concerned about rising air-r

GP appointments

Across all surveys people talked not only about making GPs more accessible but also about the
length of the appointment when visiting:

T 01 ncr e a sdectoridssoappihtments times from 10 minutes to 15 minutes or even
l onger . ¢
T OoMore time to discuss problems by getting more
1T 0Being abl e t o access GP appoj ag. neeenigs ancb ut s i
weekends. 0
1 o Ac c e sdsectorts @mppointments when required. Consultant telephone appointments
(similarto GPs).Crosshospi tal communication. 0
T 0The ability to have access to my GP or health
spent trying to contact the surgery by telephone at 8am is often very long and havingre -
dial a necessity. Then to be told no ap pointments left and ring at 8 am tomorrow is a
frustration. ¢

Keeping independence and staying healthy in later life

We asked people to think about what is most important to them to ensure that they keep their
independence and stay healthy in later life. Chart 2 shows that there is an overwhelming number
of respondents who felt that the most important thing to helping them to stay independent and

What would you do? 9
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healthy as they get older is the ability to stay in their own home for as long as it is safe for them
to do so. 1855 people responded to this question.

Chart2:. What 6s most i mportant to you to help you to ke
as you get older?

1200
1097

1000
o 800
a
)
)
o
S 600
a._)
Qo
IS
>
< 400

204 195 188
: l . ]
0 . .
I want my family I want my | want my family | want there to be | want to be able to
and friends to have community to be and me to feel  convenient ways for  stay in my own
the knowledge to  able to support me  supported at the me to travel to home for as long as
help and support me to live my life the end of life health and care it is safe to do so
when needed way | want services when |
need to

We also asked people to rate how important these issues were from very important to not
important at all. Being able to stay in their own home for as long as possible was still rated the
highest amongst respondents, however all aspects were considered as very important or important
by the majority (Table 2). 1864 people responded to this question, though not everyone responded
to each option.
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Table 2: Rate how important the following things are to you when it comes to keeping your
independence and ageing healthily:

| want to be able to stay inmy 1529
own home for as long as it is
safe to do so

I want my family and me to 1425 354 a7 12 9
feel supported at the end of

life

| want there to be convenient 1300 462 81 15 3

ways for me to travel to
health and care services when
| need to

I want my family and friends 1182 555 97 13 11
to have the knowledge, to

help and support me when

needed

| want my community to be 1032 603 169 37 8
able to support me to live my
life the way | want

Staying independent

People felt that their independence could be maintained by support in their community, from
services and individuals:

T 0ol want to be able to stay in my @wmostirhportae f or

as they get older. All others either i mport ant or very important to
T oStaying fit, reduce costs at council gyms. Pr
T OoFrailty is a really important consideration f

for falls. Routine assessment and access to strength and balance series should be put into
pl ace. 0
T 0My neighbours and community help to retain my

Home visits and support

An ability to stay at home and receive health and care services and general help was a common
theme amongst respondents:

1T 0Extra support at home, independent |iving sKki
1T oRegular visits from a health professional, no
support. o

1T oBeing able to access hel p wit headorahiepechwithid c | e a
my means. 0

1T oBetter availability of things to allow indepe
T 0oTo be confident in knowing that i f [ wi shed t
and appropriate | evel of care. o

What would you do? 11
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1 o0 We n e e daccessilileechousing and proper funding for social care if we want more
people to live safely at home and be supported to die there with dignity when the time
comes. 0
1T 0Stop making elderly residents move | ocation
lives... we don't provide adequate home care so they move to residential care... then as
they deteriorate, they have to be moved to a nursing home.... and if there is further
deterioration they are moved again at the very end into hospice or hospital. Wha  t's wrong
with escalating care up and down appropriately in a person's own home... it would be a
lot cheaper and better for the people involved .6

Community services and information

More information provision was regularly mentioned as a key theme, includin g the importance of
community services being offered and offered in different formats:

T 0Make sure information of avail abl e assharedi ce s,
effectively. 6
T 0There needs to be a | ocal cent r aareipavdilable, wi t h

what is free or paid, and how to access it. There are several old couples around us who
need some help with care or respite and yet they don't know where to go. The GPs help

out when i1itds a crisis but t rb was a cléarsprosesscob u |l d |
somewhere to ask what is available. o

f o0Contact with other people is important, s 0me
arendét in your family or who arend6t that <cl ose

how abouts@mpditlt egroupsd or organised O6E suppo
set times/webinars/WhatsApp support groups .06

1 0By providing peopl e wiconimissiomddservites and focusoatherut n o
own strengths and assets. ¢

1T 0More care inytheidommuwnito individual needs. 0

T 0Greater support in the community, | onger GP o

Links between health and care

The continuity of care and communication between health and care services was also considered
to be an important factor:

1 0 J o i-wpecdre between health and social care and voluntary sector. Talking to each
ot her . ¢

T 0The avail adprofit making caref honmes ia slim and the very worst of patients
are given second rate provision. A complete state funded system needs to be instigat ed
even if it means income tax is increased. This should be available regardless of income as
it is grossly unfair that patients who have worked hard to provide for their children are

penali sed when it comes to healthcare in old a
T 0The s peciwelseeslt hmve sushadifferent knowledge and work that we accept
that there will be travel to see experts and duplication in some areas . However, where

appointments are linked to such areas as education, health and social care there is much

to do to ensur e we have less repetition as services are working better together , i.e. joined

up administration single records and access fo
T o0Services must work together to achieve better
T 0The interface bet wdhe NHScneadsnto bel smonther @nd ronbed a

matter for the patient to sort out. In political terms, there shouldn't be a tussle between

local government and the NHS over who pays for what. Perhaps it is time to fix individual

patient budgets which can be all ocated to hospital/GP/council, rather than setting overall

7

budgets. o
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Loneliness and isolation

Many people felt that as they got older, they felt more socially isolated. An ability to get out
and about and socialise was seen as important to many:

T o0 Mor e unityaiubs for the elderly and not run by volunteers to go out and meet other
people spend more money on supporting the el de
T oPerhaps the NHS could stop assuming that ever
to provide the help and support that the NHS is properly supposed to provide - | live alone
and | do not have family to take up the slack. 6

T 0To be able to get out more. Before | got my w
T 0Stop ignoring people who need support. | have
assist me. [Assistance] has not happened in my case and my physical and mental health as
a68yearr-ol d man | iving alone is suffering because
1T 0Access seo faciliti@se People such as Community Connectors to alleviate
l oneliness. 0

Public Transport

Linking in to loneliness and isolation was the theme around public transport and how poor public
transport impacts upon independence:

1 o[l would like that] Appropriate help is available to stay in my own home and travel around
where | live. The bus services are not good and | knowofnon -dr i ver s who are st
T 0l don't drive or have much money so cheaper p

ormakeservices more | ocal .o
T 0Free community transport for older people. o

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:

1 oMy recent experience of having a terminally ill husband at home with Gend of life &
palliative care which amounted to one 20 -minute visit by a district nurse each week was
not i mpressive. o

T 0To be wel/l informed and have docuangafessoon i n pl
aware of views. My father had an end of life advance directive and these should be in
place for all people not just at end of life as family can then support the wishes of the
individual in case of medical emergencies. 0

T oBe abl e ton cahnodo swvehewhee t o die when | dm ol der . 6

Financial issues

A number of respondents felt that more financial security was the most important element when
it came to leading a long and healthy life.

T oBeing written off by our gov e rfthaeyecanhot geteus a u s e

because of our disabilities, now they think we
f oFinancially viable and comprehensive home sup
T 0Stop the cuts to soci al car e. They are curre

government austerity that they can no longer meet statutory duties. Combined with cuts
across all public services, transport , etc. vulnerable people are being left behind and the
harm suffered is directly proportional to how

What would you do? 13
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Managing and choosing support and treatment

We asked people what was important to them when managing and choosing support and
treatment. Chart 3 shows that overwhelmingly respondents stated that choosing the right
treatment should be a joint decision betwee nthem and the relevant health and care professional.
1866 people responded to this question.

Chart 3: Whatds most important to you in managing
1200
1000
835

800

600

Number of people

400

200

308
157 162
l I . l I

0
Choosing the Communications | have time to | make the | make the | shouldbe If | have along My opinion on
right treatment are timely consider my  decision about decision about offered care term condition | what is best for
is a joint options and when | will where | willgo and supportin decide how the  me, counts
decision make the receive health to receive other areas if NHS spends
between me choices that are and care health and care my local area  money on me
and the right for me support support canf6t see me in
relevant health a timely way
and care

professional

We also asked people to rate how important these issues were from very important to not
important at all. Making a joint decision regarding the right treatment with the relevant health

and care professional was still rated the highest amongst respondents, however all aspects were
considered as very important or important by t he majority (Table 3). 1887 people responded to
this question, though not everyone responded to all options.
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Table 3: Rate how important the following things are to you when it comes to managing and
choosing support and treatment

Choosing the right treatment is
a joint decision between me
and the relevant health and

care professional

Communications are timely

| have time to consider my

options and make the
that are right for me

choices

| should be offered care and
support in other areas if my

| oc al ar ea
timely way

My opinion on what is
me, counts

can?o

best for

I make the decision about
where | will go to receive
health and care support

| make the decision about when
| will receive health and care

support

If I have a long term condition,

| decide how the NHS
money on me

spends

1223

1181
1022

949

940

909

806

657

559
700

731

702

699

737

685

101
109

145

191

213

269

408

35

20

36

40

58

10

22

We then gave respondents an opportunity to tell us more about managing and choosing support
in treatment using a free text question. For ease this has been summarised into themes below:

Funding for local services

A number of respondents commented on fundi ng issues for services and the impact that lack of
funding has on the availability of services , and what they think is needed to improve this

T 0OAccept
T oSharin

able wait &Ei meg viicresGB®B and

g of budgets

bet ween

A

or in hospital when recovering from an operation or illness should make better use of
resources. The Government has reduced local authority grants more than those of the
NHS. Poorer councils cannot raise enough from Council Tax to adequately fund social

care. o
T 0ln thy
right.
T 0Servic
ment al
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T 0Accountability by t ho-st@m much powdrbylthed CEAsand bMCd get s
Thebalance of power needs to return to the patierl
T o[ Would 1ike] more investment in front l'ine s
being private only. o6
Communication
Another emerging theme concerned communication, in terms of how communication can be
improved, and in knowing who to communicate with and how this happens:
T 0oCommunication is the key between me and the h
donottelyou about options for treatment itself or
T oCarers need to be fully included and consi der
associated with NHS support. 6
T olt is essential that al/ h e aelcommunateoviteeachi onal
other and with me so in a timely manner to ena
T oUnderstanding how health is structured so | Kk
when living on a border with two local authorities, nightmare, as often referred to wrong

provider. o

T oBetter c o mmunoré tnaely icarespondence, linked up with primary and
secondary services. Make use of holistic therapies for example acupuncture and pain
management - much more cost effective than med ication. 6

T 0That the various arms of the NHS would commu
much money and time is wasted because exactly the same tests etc already done are
repeated by different professionals in differe

T o[ Would 1| i kel] c health prafegsionals seenf andaanyyinfo to be shared in
simple language as patients don't always think about any questions they may have until
l ater. o

Information and Advice

Many respondents stated that they needed quality information and guidance to enable them to
make choices. Knowledge of the available services and their locations was also a key theme.
Comments included:

A otdés all very well s ay i hae wego fonapomtmentstnde e ¢ h «
surgery but we dondt actually have the infor
waiting list. | always ask who would you go to? We have to rely on the information the
specialists/ GPs have and accept that. o6

A 0 Ongoi nagt, whan yqu are first diagnosed, sometimes you are just given the
diagnosis and left to find your own way thro

A o0Clear point of access from which we can be
we arenot | ost i n the syst aeantalta be this ®ortideHS app
majority of people. Those unable to use the app should be able to access someone who
can use the app for them. o

A ol would Ilike if someone would explain test
| don't think they should onl vy call if there is a problem with the results. Should discuss
them with you. o

A 0Ol ndividuals do not al ways know what is bes
advise and offer guidance as required. o

A ol think GPs should always say to their pati
a few days cC ome back and see me. 0" Thi s C

What would you do?
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investigations/blood tests , etc. are ordered there should be a structured way of
patients obtaining their results in a timely
Staff

There were a number of mixed comments relating to staffing. Whilst there was an understanding
of staff pressures, there were also comments about ho w this could be improved:

1 "Consistency of nursing/doctors. By this | mean having the same District Nurse visiting me
for my treatment each week. Having the same nurse/doctor would provide compassion
and a better all -round relationship feeling, with better heal t h care service.
T ol think the NHS do a fantastic job, they're
|l " ve had with them | can only praise. 6

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 indicates that being able to talk to a doctor
or health professional wherever they are is the most important factor when engaging in health
service delivery. 1811 people responded to this question.

Chart 4: What is most importantt o people when interacting with the NHS
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: I ]
Anyresults lamableto |canaccess |canmake |cantalkto | have | manage my
are talk to other services using appointments my doctor or absolute own personal
communicated people who my phone or online and my other health  confidence records so
to me quickly are computer options are care that my that | can
making best experiencing not limited professional personal data receive
use of similar wherever | am is managed continuity in
technology challenges to well and kept care
me to help me secure

feel better
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Respondents were also asked to rate what is most important to them when interacting with the
NHS, from very important to not important at all. The rating shows that having confidence that
their personal data is managed well and kept secure has the highest rating for very important .
Although being able to talk to a doctor or health professional wherever they are was deemed very
important this was rated below another number of factors (Table 4). 1865 people responded to
this question, though not everyone responded to each option.

Table 4: Rate what is most important to you when interacting with the NHS

I have absolute confidence that my 1128

personal data is managed well and kept

secure

Any results are communicated to me 1120 558 140 30 13

quickly making best use of technology

| can talk to my doctor or other health 980 646 200 26 11
care professional wherever | am

| can make appointments online and my 899 585 234 87 42
options are not limited

| can access services using my phone or 887 661 234 55 24
computer

I manage my own personal records so 709 646 389 82 32

that | can receive continuity in care

| am able to talk to other people who 606 641 434 137 44
are experiencing similar challenges to
me to help me feel better

Respondents were then asked to think about one more thing that needs to change to help them to
successfully manage health and care. These answers have been categorised under emerging
themes.

Technology

There was a mixed response to the use of technology in health services, with some praising its
use, whilst others have concerns about how different groups cope with the ever-increasing use of
technology:

7 ol feel for the older generation(s) who did n
totally down the road of wusing technology to d
that leave those who do not use the technology? It is the way ahead for the futu re, but
for now it should be a gentle introduction. o

T 0AIl'l ow me to enter the results of tests | have
system (EMI'S) from a PC or handheld device. 6

T 60l am dyslexic so coul d , therd woutsbe o enucimtg readwmn r e c ¢

[difficultto))] use a computer. 6
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1
1

=A =8 =4 =9

T

0To have a health care app with interactive ad
ol would Ilike to see test results online incl
over time following routine health checks, e.g. weight, choles  terol levels, blood pressure,

blood results that will give me an indication and motivation overtime whether | am

improving my health or it is deteriorating. An 'App' for this would be very useful."

0O0Options in communication notodagrygonechsokoqy
OMore secure systems i WNineprveramissingfar sipmortteltcs. ot es
ol would Iike to be notified of my results and
"Access to appintments are helped by texts. You can access GP appointments or
consultation. Unfair you dondt get the same o
appointment. 6

oKnowledge for confident use of NHS website . 0

Accessibility

Many people felt that a more flexible approach to service accessibility would be u seful.
Additionally, comments showed that respondents felt that services could also be more accessible
either by being closer at hand or that means of transport to get to appointments are improved.
Comments included:

1
T
1

0Continuity of c areasieaschedsled checkaugsykeaaly’ sixanocht hl y) . 6
OMor e -idr ocpentres. 6

OWeekend appointments. | work all day every we
of f. 6
OFor all depart me nupapprdach, nmaking e@xforenatipnamm theandividual

accessible across the NHS. This would provide a better understanding of the patient,
particularly those with more than one conditio
ol t is difficult for working people to make a
particularly if it is not an  urgent matter but you do need to see someone. There are

limited appointments and everyone, no matter who you speak to or where they live, is

having problems getting an appointment. You are told to ring 8 -8.30 am for an
appointment, but this is when a lot o f people are travelling to work. The system does not

work very well for the working population. In my experience, | received a letter for a

health check. There was a limited number of places available. | phoned when | got in from

work only to be informed t hat | was too late and all the places had been taken. | am a

widowed, working single parent and am trying to be responsible about my health. | don't

want to be ill or go into hospital but the sys
"Whilst access to services and support in a timely manner is important, this should not be

at the expense, or instead of, face -to-f ace consul tations. o

Communication

A number of respondents stressed the importance of clear communication channels when dealing
with medical professional s. People told us they wanted to feel listened to and their wishes taken
into consideration. For example:

1

0To i mprove the ability for healthcare profess
in a timely and clear way. It often feels like messages are rus hed or just not given because

of pressures on individuals time. o

0The same team, doctors or specialists as th
everything. 6

OEnsure alll communication platforms have ease
complicated. 0
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9 oBetter communication between patients and health services around multiple and long -
term conditions. o

T 0Cl ear -odpitsicounsssed sl owly at my own pace and cl .

T 0Advising people of prevent at i adivitisstthatpheycannd h e a
do to help prevention. 6

T 0The NHS really needs to think about how it i n
and put as much investment into people who have the times necessary to engage with
patients with limited understand i ng and not just rely on new te

9 ol would like the services to be able to communicate better as | don't have to tell my
history multiple times . 0

GP Appointments

1T oBetter access to doctorsd® appointments ht¢d o sui
phone hoping to save appointments which puts n
T 0Access t o my-lindBervicelihektremely impantant to me. He knows me well
and also my family and circumstances within this family which may help at some time

with the decisions madeabout my health and well being. 6
7 ol would | ike making appointments with my GP
difficult it is | often delay accessing GP car

1 ol often encounter difficulty when requesting medical appointments and feel screening
methods are employed that are completed by reception staff. | do not feel this is
appropriate. 6

Information provision

T ol would |i ke to see clear instructions and e
and appointment systems. These should be appropriate to the people involved, as not all
people have a phone/ computer or are | T literat

T 0Knowl edge of available services and groups. O

T oCl ear p atmatiem on differehtohealth conditions and options, written with

patients in mind, or signposting to the NHS website. | can find accurate info rmation myself
-a |l ot of people can't and google a symptom or
T 0Knowl edge.6is the key

What people expect during service change and transformation

People across Cheshire and Merseyside also commented orchallenges facing them through their
treatment journey and the impact that service change and transformation may have on this,
including population increases. A number of people also feel frustrated at the system but also
reflect upon funding and ongoing i ssues facing the NHS:

f oMy concern is living in an ar ea wdopulatormais si v e
almost double - without any addition to services. Surgery is always busy - 4 to 6 week
waits for appointments and blood tests. It willonlyget wor se. 6

T oThat al/l hospital trusts operate from a stanc
without any 6l ocald interference as far as CHC
response to all correspondence, my own experience is that this simply not complied with.

My personal experience isthatso-c al | ed i ndependent panels are f

T oThere is an assumption that the family wil!/| b

I have no blood relative within 200 miles and do not want  to bother them except when it
i s necessary. o
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T oLast wetad appointments one early afternoon, one late afternoon but at
different hospitals... After nearly  two hours | had to leave without being seen in order

to get to the next

appoint ment .

P e o p lexérisences of NHSsupport for specific

conditions

People with specific conditions were asked to complete a separate Healthwatch England designed
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 559 responses in total to this survey. This section breaks do wn the responses we
received in terms of number of people by specific condition:

Table 5: Respondents with specific conditions

Autism

Cancer

Dementia

Heart and lung diseases

Learning disability

Long-term condition e.g. diabetes, arthritis

Mental Health

Table 6: Who are you responding on behalf of?

Autism

Cancer

Dementia

Heart and lung diseases

Learning disability

Long-term condition e.g. diabetes, arthritis

Mental Health

What would you do?

21
86
42
88
11
192
115

8
71
13
74
7
169
88

13
15
29
13
4

21

27

21
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Table 7: Has the condition you are telling us about started within the last three years?

Autism 16 5

Cancer 22 63
Dementia 19 23
Heart and lung diseases 55 30
Learning disability 8 3

Long-term condition e.g. diabetes, arthritis 118 72
Mental Health 61 51

Experience of getting help and support

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

1 2 2

Autism 15

Cancer 8 1 13 63
Dementia 7 1 18 16
Heart and lung diseases 10 1 18 56
Learning disability 3 0 4 4
Long-term condition e.g. diabetes, arthritis 38 2 44 104
Mental Health 52 0 40 22

Tell us whether the support met your  needs and how it could have been improved.
Autism

1 OWe were not signposted to support services. Assessments were not undertaken due to
funding issues. Families are left without support. 6

1 0OToo long waiting list for help. No diagnosis originally due to both Paediatrician and
CAMHS involvement and then not collaborating effectively. Eventually diagnosis given 4
years later once my son was at crisis point and suffering extreme anxiety and expressing
suicidal thoughts. 6

Cancer
1 0oCould have been quicker to receive the support. 6
1 010 minutes with the GP is not long enough. 6
1 "I spent three months going to the GP and was repeatedly given antibiotics but no blood

test. My friend took me to A&E 6
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1 oWhen | was first diagnosed with cancer, | saw a consultant 10 days later, t he operation
and radiotherapy plan was put in place and commenced two weeks later. ¢

1 OGP could have requested an MRI which would have diagnosed the spinal tumour, instead
of offering physiotherapy. We had months of surgery visits that never made any
differe nce.6

1 oFurther options for treatment were not explored. Only treatment offered was a surgical
intervention but on pushing the consultant a different treatment .0

1 0Original referral made to secondary care, within two weeks and appointment was made
with consultant and initial tests done within appointment, this was amazing and we
couldn't have asked for a better service. 0

1 ONeeds not always met. Information about my condition was poor. Felt unsupported at
times. 6

1 OThere seemed to be a lack of communication betw een the hospital and other services
involved. 0

1 oLack of support when not accessing cancer services (i.e. basic NHS). 6

9 oFelt that once | got diagnosis of terminal cancer, | was left as abandoned, nothing can be
done.6

9 oMulti -disciplinary team has provided e xcellent support. 6

Dementia

1 ol got all the information | required from Alzheimer's Society . 6

1 otltook a long time to get a diagnosis as they had to do a lot of  tests, | think it could of
been quicker. 6

1 oThe Dementia Reablement Service were not very effecti ve - it would have been helpful
to have some further contact after the initial assessment. 0

9 oThere could have been a better link made between the effects of arthritis on the
dementia. Deal with the whole person not just the condition. 6

1 0OThe condition of de mentia was not very well supported at first. It was hard to get a
diagnosis and when we did get the diagnosis, we didn't know what support was available. 6

1 oFrom the first diagnosis it was six months before any support arrived. 6

1 oHaving a regular carer would have been good. Different girls each time was not good for

my husband and tiresome for me telling them over and over what we needed. 6

Heart and lung diseases

OEasier access to the same GP 0

"I was told by telephone that | had Pulmonary Fibrosis, and | would be referred the
respiratory clinic. 6

0Two months later not had any help from my doctor and have not had a date from the
clinic. | feel frightened and alone, surely this is not good enough."

0There was a lack of communication between hospital depart ments which resulted in long
term inconvenience. 0

OMore information needs to be provided some people need more than others . 6

oLess waiting time for consultant. Appointments are constantly being cancelled. 6
0Accessing help was very difficult it took two years. Once accessed the system was very
helpful. 6

OWaited too long before getting appointment to see consultant after undergoing relevant
tests, scans etc. Therefore, suffered a heart attack. 0

OMore availability of support and advice especially on weekend. 06
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Learning Disabilities

1 oCould have been told, what was out there, told who to take to. 0
1 oOLong time getting the right support. Information given about my daughter's condition in
a very blunt manner . 6

Long-term condition e.q. diabetes, arthritis

1 oMy GP did not listen to me and my records became incorrect due to his write up of the

appointment. | was given incorrect test results which meant delays to medication. I've had

to go back numerous times to try and discuss the conditions with different GPs until one

GP finally listened and put the correct plan in place for testing. 6

OReferrals to specialists were approved and appointments carried out within timescale. 6

1 oVery kind doctor who had plenty of time to listen to my worries and complaints. He didn't
make me feel | was on a time limitatall. o

1 Oltis very difficult to get an appointment at your local GP as all appointments have gone
when you ring in the morning. 6

1 0Getting a diagnosis was too long and took over six months before a consultant decided to
do some bloods.0

1 ONo coordination in care between primary and secondary care, no continuity of care, no
looking at the whole picture . 0

1 oBetween the diagnosis of cancer and waiting for a specialist opinion was a period of
anxiety. There was no support. | ended up pa ying for a private consultation to try to get
some information sooner to help with the anxiety of receiving such a diagnosis. 6

1 OFelt that | didn't get time to ask questions and that was a big rush when | was first
diagnosed. Have never seen a doctor about my condition only practice nurses. 6

1 ol was referred to a consultant quite quickly. 6

=

Mental Health

I 0oToo long waiting lists and then a limited time for appointments. | felt just as | was
becoming used to the counsellor and opening up, my sessions were over and was told if |
needed anymore, | would have to go back on the waiting list. 6

1 oDaughters fir st episode with psychosis she was not offered any ongoing support, and has
still not been able to access ongoing support. Everything happens in a knee jerk response
such as leave well alone until she reaches crisis point yet again. 6

1 oMy boyfriend attempted suicide and was taken to hospital by ambulance. He was given a
leaflet and told to self -refer to adult m ental health. | 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. 6

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

4 2

Autism 1 2 12 0
Cancer 40 25 12 6 2 1
Dementia 7 12 16 5 1 1
Heart and lung diseases 31 25 20 6 4 2
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Learning disability 1 2 5 3 0 0

Long-term condition e.qg. 40 64 46 21 12 6
diabetes, arthritis

Mental Health 6 20 35 30 22 2

Table 10: Do you have any other/additional conditions including long term conditions or
disabilities?

Autism 10 11
Cancer 45 41
Dementia 21 20
Heart and lung diseases 66 22
Learning disability 8 3

Long-term condition e.g. diabetes, arthritis 130 58
Mental Health 54 60

Table 11: If so, how would you describe the experience of seeking support for more than one
condition at a time?

1 5 1 1

Autism 1

Cancer 9 23 4 2 5
Dementia 2 10 5 3 1
Heart and lung diseases 16 25 20 3 1
Learning disability 2 1 3 0 2
Long-term condition e.g. 19 60 36 9 5
diabetes, arthritis

Mental Health 5 25 22 2 2
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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?

3 0 1 0 2

Autism 15

Cancer 7 11 19 27 22 0
Dementia 2 14 14 9 3 0
Heart and lung diseases 9 20 26 25 8 0
Learning disability 0 5 1 4 0 1
Long-term condition e.g. diabetes, 23 37 58 47 16 7
arthritis

Mental health il 2l 27 14 5 8

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

1 OWe are actually still waiting. It's been three years and we have another  six months to
wait, at the least, for a first appointment. o]

012 months- and case notes were 'lost'. 6

00ver 13 months and still waiting. 6

012 months wait for assessment to diagnosis. 6

I oDue to a GP error it took a while to get an appointment. 6

=A =4 =4

Cancer

1 oDiagnosed July, operated August & radiotherapy during November. 6

00neweek. 6

0Three months. 6

ol was on fast track pathway for Cancer | waited two weeks from going to my GP to seeing

specialist. 6

OHospital fast and efficien t."

oWithin one month of diagnosis | had had the operation and started radiotherapy. 6

0The waiting time is now 10 month s.0

oFrom initial discovery to being seen by a Consultant took about four weeks. 6

oLong wait for results after surgery. 0

O0There was no delay at all from seeing my GP through specialist examination CT scan , etc.

All very timely . 0

1 "I'was waiting for a number of weeks to see a haematologist after | received the diagnosis
of lymphoma. 6

= =8 =
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Dementia

1 OAfter waiting for a test/assessment appointment about  six weeks.6
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=

olt took more than one year between consulting GP and getting an appointment with the
dementia consultant . 6

OWe waited six months to go to the memory clinic . 6

0A memory test had to be requested twice, this caused months of delay. 6

olnitial referral came quickly. Diagnosis took long time. 6

oMy dad didn't know what was available and was very much in the dark as to what the
diagnosis meant and where to go for help. 6

1 oThe initial diagnosis took time, as expected really but getting care and respite break was
good.6

= =8 = =

Heart and lung diseases

T ol had to wait a while to get my referral to Liverpool Heart and Chest becaus e it was

intra -Trusts. | also had to have a lot of tests repeated because the Heart and Chest

Hospital could not access them electronically - this, | felt, was largely a waste of money.

There should be a way for this sort of process of ensuring that the pa tient's full

information is transferrable between Trusts in a timely manner like Radiology

departments can do with X -rays through PACS [Picture Archiving and Communication

System]. 6

00ne month. 6

0 @er oneyear. 0

0Six weeks. 6

olt took months to get a diagnosis."

ol got support as soon as | left the hospital, so didn't have to wait. 6

olmmediate at first then regular short periods.  First class support. 6

oFrom registering with urgent care, describing symptoms, immediately being seen, then

transferred to h ospital coronary care unit. 6

1 OWaited over six months. Paid privately to see consultant before seeing NHS consultant.
| had my heart attack a day before finally getting appointment for NHS consultant waiting
nine months since diagnosis.6

1 OMy first call to doctor was positive, they have knowledge of me and want to help. 6

1 OAlthough the patient is supposed to be beginning their discharge plan more or less as
soon as a proper diagnosis is given this woefully falls below expectation. Even when an
initial Social Services Plan was supposed to be in place and meeting needs, prior to hospital
admission and the diagnosis of two further life changing conditions, Mum is still waiting
for a comprehensive holistic approach to her long -term management and care plan. 6

1 oln general, pretty well. |1 had two cancellations whilst awaiting a triple A (aneurism
repair). 6

=A =8 =4 =4 -8 -4 =9

Long-term condition e.q. diabetes, arthritis

1 0OThe x-ray and diagnosis were very quick. 6

ol had to access help privately as my GP wouldn't help . 6

OProbably about two weeks, | saw some physio and consultants, very impressed.

| was seen straight away. 0

oFor diabetes health check quite a while. 6

012 months to see a Lipoedema nurse, and now for bariatric surgery a nd counselling for

my eating issues it & also a 12 month wait , 0

0Symptoms started in January, was diagnosed in the August . 6

1 oOThe first GP | saw kept deferring referral and then referred me to somewhere that only
deals with life threatening conditions, so naturally | was rejected. My correct GP is
excellent. 6

=A =4 =4 =8 =4

=
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=

OWaited two years for operation . 0

1 0 Aout nine months between first seeing GP to the time that M ultiple Sclerosis was
diagnosed.6

7 ol am waiting to see a physio and was initially told this would be within two weeks. It has
been almost six months and the condi tion has worsened. 6

1 0Service fragmented not able to get to what is needed. 6

1 0Six months between each appointment. 6

Mental Health

1 oOWaiting over a year for support. 0

1 oWhen the NHS would help, it would be about six months. Now, they just refer you to
charitie s, which then take six months too, just for basic counselling. 6

91 ol waited three months for my mental health assessment, and then waited another  two

months to get my log in details to start my online CBT [Cognitive Behavioural Therapy] .

I've now been waitin g two weeks so far for an appointment to start my new therapy . 6

ol waited so long | ended up going to another agency. 6

OAfter calling the GP surgery | had an appointment within a week. 06

012 months or more. 6

OEach admission was timely but follow up was poor and difficult to access. 6

OWait was not too long but back up has not happened. 6

oDiagnosis quick, aftercare poor and length of wait unacceptable - particularly forachild . 6

ol self-referred in and waited two weeks before | was 'assessed' by phoned

oStill waiting ( eight weeks). 6

ol waited a few weeks for my first appointment. 6

ol had to pay a local charity to get one to one counselling. 6

oIt was going to be over 12 months which was ridiculous, so we pursued another avenue

and went private . 6

I oOWe are still w aiting after two and a half years. 6

=4 =8 =8 =8 =8 8 -8 8 -8 -9 9

Table 13: How would you describe the time you had to wait between your initial
assessment/diagnosis and receiving treatment?

2 1 2 0 2

Autism 13

Cancer S 5 16 37 22 1
Dementia 0 11 18 10 0 2
Heart and lung diseases 7 22 21 20 13 B
Learning disability 1 3 4 1 1 1
Long-term condition e.g. diabetes, 20 40 59 42 15 9
arthritis

Mental health 33 26 28 16 4 7
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Table 14: After being diagnosed or assessed, were you offered access to further health and
care support?

Autism 6 14
Cancer 59 24
Dementia 32 10
Heart and lung diseases 56 30
Learning disability 6 5

Long-term condition e.g. diabetes, arthritis 105 75
Mental health 60 51

What could be improved ?
Autism

1 OTime waiting. 0

9 OEverything is treated in isolation by different areas when in fact each are  a of concern
impacted upon another , therefore treating all symptoms and conditions together would
have been more successful and cost effective to the NHS. 0

Cancer

M oThe nurses are over-worked and need more staff.

1 oChemaherapy could have delivered in Leighton not Manchester - less travel, | ess
stressful. 6

1 oMore counselling offered. 6

1 oComputerised systems should be interlinked. 6

1 oOSupport services should be available from the outset . 6

1 OMore holistic support required: e.g. massage, Reiki, reflexology , etc. Oncology. 6
Dementia

9 ol was satisfied with the support offered . 6
1 0Being told what is around. | myself found a rare dementia group in Stockport, no one
suggested it. 6

1 OAn opportunity at regular checks for both of us to discuss progress of the disease and
possible help. 6

1 OMore practical support. 6

1 ONo improvement needed. 6

1 0Someone to monitor what is working and what is not working. 0

1 OThere was a long delay between diagnosis and post diagnostic support. 6

Heart and lung diseases

1 OBetter communication between healthcare groups. 6
9 0OThe support | received could not be improved forme . 6
1 oInformation not available to consultants on hospital computer records. 6
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9 olmproving availability of NHS consultant appointments. 6
1 oPace of appointment making, you seem to be left in a void. 0

Long-term condition e.q. diabetes, arthritis

1 0OThe support could be more accessible locally so | don't have to travel as far to my

appointments. 0

0Service was very good.6

1 oOMore information and support about how | can best improve my own self -care to improve
my health and wellbeing, improving or reducing my symptoms. 6

1 oOWaiting times for appointments. 6

9 oDifferent medical experts didn't work together, care fragmented, no one coordinating

care, communication between primary care and out of borough specialist hospitals/medics

very poor. 6

0Answering phone calls on the numbers we are given instead of voicemail. 6

OEach time | went, | saw a different specialist and information was not passed on. 0

oMore medical staff. 0

1 olmproving availability of NHS Consultant appointments. 6

=

=A =4 =4

Mental Health

1 oOWaiting time appalling . 0

I oWaiting times for appointments just causes more anxiety and stress."

1 ol would have found it more helpful to be offered different treatment options sooner
rather than persistently being given CBT. | would have preferred to be able to see the
secondary care team for longer rather than being discharged while | still felt | would
benefit from more sessions. 0

I oChoice of clinicians, psychiatric input, more intensive treatment options , e.qg.
day/inpatient . 6

9 OBetter training to identify whena  person is desperate for mental health treatment. Less
waiting times. More trained staff. More signposting to mental health charities and
websites. 0

1 OMore time on appointments needed and groups could be an option. 6

9 ONothing could have been improved. 6

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

Autism 5 14
Cancer 80 5
Dementia 33 8
Heart and lung diseases 76 10
Learning disability 9 2
Long-term condition e.g. diabetes, arthritis 144 44
Mental health 67 45
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Table 16: How would you describe the time you had to wait between the initial appointment
and seeing the specialist?

0 1 0 1

Autism 2 1

Cancer 4 5 18 34 18 0
Dementia 0 7 18 7 0 0
Heart and lung diseases 6 19 21 17 10 1
Learning disability 2 2 3 2 0 0
Long-term condition e.g. diabetes, arthritis 13 27 a7 37 13 5
Mental health 18 16 20 11 0 2

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

9 oThree weeks. 6

ol was seen within a day as an inpatient. 6

0Six months. 6

00nce started it got moving, problem was getting started. 6
OFrom initial diagnosis to results one week. 6

oPretty much immediately. 6

1 ol was completely satisfied. 6

=A =4 = =4 =9

Dementia

1 oDementia treatment is still slow compared to otherillness . 6

91 oMore than the 18 weeks. 6

1 Olnitial waiting time for seeing consultant was quite quick. Waiting time when consultant
referred me to a second consultant was met by logjam which needed intercession  from my
MP to resolveo.

1 OAround six weeks was suggested but it turned out to be nearer eight. 6

Heart and lung diseases

1 ol have waited two months for an appointment and | am still waiting. 6

1 OAbout three weeks.6

1 OWaited five months for follow up appointment . 6

1 0Over two months and still not arranged, even though progress meetings were organised
by the hospital . 6

1 0Once | had my diagnosis it has been quite quick - my GP has helped with this. 6

1 OAbout three - four months. 6

Long-term condition e.q. diabetes, arthritis

M oFrom what can remember it was no more than six weeks.6
1 o RBferred to hospital within  two months of diagnosis. 6
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0 @er nine months. 0

OMost | have waited is two weeks.0

OWaited four weeks and got a cancellation. 6

ol was seen quickly and was diagnosed quickly too. Waiting times in the clinic are always
running late. | once asked for an early appointment and was given the first slot at 8am.
They were running 40 minutes behind even then. 6

ol waited several months to be seen, when | was in severe pain an d not sleeping all night. 6
OThree months. 6

00nce started it got moving, problem was getting started. 6

oPoor accountability as to delays. 6

1 oFrom referral to op - couple of months - quick. 6

=A =8 = =
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Mental Health

1 OMy care had been transferred between teams and if | h  ad not proactively contacted them,
| would have waited even longer as my details hadn't been passed over . 6

1 0l see a psychiatrist whilst | am waiting for psychological services. However, he was not
apparently aware that | was not on the waiting list. 6

1 OUsually months. Uptoayear. 6

1 ol think it only took a month or so todsee the

1 oOMade me more anxious.6

1 0Six months between GP and psychiatrist. 0

1 ol understand they have waiting lists but sometimes with mental health it is urgent. 6

1 oOlt wasn't long before | saw a psychiatrist. 0

9 ol was assessed and treated within a couple of weeks. 6

1 OWhen | complained to our GP about my concerns regarding my wife's mental state, things
moved on pretty quickly from thenon. 6

1 0Sixmonths. 6

I oOnce started it got moving, problem was getting started. 6

1 0OThe length of the wait further intensified symptoms . ¢

Table 17: If you needed it, how easy did you find it to access ongoing support after you were
diagnosed or assessed?

1 2 3 11 1

Autism 0 2

Cancer 20 16 17 12 0 6 12
Dementia 3 3 19 5 5 4 3
Heart and lung diseases 14 11 31 12 5 4 10
Learning disability 1 1 2 5 1 1 0
Long-term condition e.g. 22 28 61 23 17 17 18
diabetes, arthritis

Mental health 6 7 320 N2 29 3 =)
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Table 18: Did the support option you were offered meet your expectations?

14 2

Autism 3

Cancer 44 11 18
Dementia 15 12 11
Heart and lung diseases 49 19 12
Learning disability 2 3 4
Long-term condition e.g. diabetes, arthritis 85 41 54
Mental health 22 54 34

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

Autism

1

T
T
1

OMy daughter used to get support, and when it was decided that group meetings would be
best, she was excluded. It was ludicrous to expect someone with Autism to attend groups.
it is a communication and social disorder what were they thinking? 6

olt could hav e happened quicker. The waiting was frustrating. 6

0l expected to be referred to other specialists . 6

0The only support available was with the third sector, Space4Autism. | don't know what
we would have done without their support. The NHS only offer help to  those in crisis. 6

Cancer

1

= =9

= =

= =4 =4 =9
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00nly found out about local cancer support charities after accessing a psychology
referral. 6

0The care for my cancer diagnosis met all my expectations, | just felt overwhelmed with
itall . o

ol did not know what to expect and felt a little lost. | do not feel | go t any support. 6
OEverything was explained clearly and | felt more at ease. 6

OHaving spent time in a hospital away from home and two close to home , | have
experienced a lack of sharing information. 6

OFelt abandoned. 6

OoNot been much support. Lots of passing around different departments  and hospitals and
nobody taking total ownership of the case. 6

"Communication an ongoing support has been excellent so far. 6

ol have not experienced any areas needing improvement."

OWas allocated a specialist nurse who was extremely supportive. 0

ol expected to have surgery or radiotherapy but | am on chemotherapy tablets which is
marvellous. 06

0The support for cancer patients is thorough and beneficial to the patient. 6

ONeed more support afte r diagnosis. 6

ol was completely satisfied. 6
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I oSymptoms were showing in June however was not taken seriously until September. Once

it was diagnosed allscansandc onsul t ant sd revi.ews were very (
9 Olt exceeded my expectations. 0
1 OWas never given a care plan, not signposted to support services. 6

Dementia

1 olt met my expectations, we had three information sessions about dementia. 6

1 0OThe system is stretched to the point of breaking. So cial Workers are massively overloaded

and candt get support to those who need it. F e

resulting in less one-to-one support. 6

ol was satisfied with support given . 6

ONothing offered. Found various care day centres and pay forito urselves. 6

1 "At the beginning we were offered day care which was good, but when the situation got
worse, a diagnosis of residential care was given . The time given to agree to the place was
not enough to properly assess and consequently the care was not good .6

71 ol know places are limited, but a little more time to look and visit, without pressure would

be good."

00nly one service from Age Concern. I'm not old. where's the choice. 6

0 tlwas hard to find out what support was available . 6

0The service seems very disjointed and we had to tell our story to each professional . 6

ol had to request medication, it was not offered and | was not informed about the options

or educated about what can be tried. 6

1 oOMore information needs to be advertised in all areas of the hospit al and GP surgeies.
Help should be automatic and then should come to the house of the person diagnosed. 6

1 ol felt supported and relieved to be listened to. 0

= =9

= =8 = =9

Heart and lung diseases

9 oBetter information sharing between healthcare groups. 6

1 ol received excellent care from my GP and practice nurse and continuetodoso . 6

1 oThey never followed up with what they said they would do after my appointments. o]

1 0Once the system was accessed the help and advice was available and helpful. It was the
initial access th at was difficult and information is still difficult to access. o]

1 ONo ongoing support for COPD [Chronic Obstructive Pulmonary Disease] could have
exercise classeso

1 0Only found out about exercise classes from Healthwatch. 6

9 OResults not available to progress my "urgent" symptoms after months. 6

1 OExcellent Care - No change needed 6

1 0Seeing the same doctor more than once. 6

I 0Speedier access to Consultant via NHS6

1 0Could not have had better care. 6

1 ol have been explained what options for treatment are available and  been involved with

treatment. 6
1 oVery little information. Need more information at diagnosis. 6

Long-term condition e.q. diabetes, arthritis

1 0Offer longer home care support after surgeries. 6

oVery good, fast reactions, impressive. 0

0Trying to get to see the same doctor that found your diagnosis. 6
oTime taken to see specialist could have been shorter. 6

= =8 =4
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OProblems getting appointments at GPsurgery.6

oProvision of the support given would be better if provided nearer to our home and not
limited to just a few vis its then being discharged to manage alone. 6

ol have no complaints. 6

ol am happy with the NHS and the care/continue to receive. 6

OArthritis care ; cannot faultit. 6

OFantastic care. The consultant was lovely , recognised instantly that it was a scary
experience for someone at just 16 years of age. 0

OMisdiagnosed and left without medication. 6

1 oOLength of time waiting - could be improved and some attitudes of the consultant as he
tended to see me as an employee as | worked at the hospital. Never referred for pain
management.6

O0Support is ongoing and the practice nurses are very efficient. 6

ol was quickly given the physio and the surgical support which the consultant
recommended.6

0 timet my expectations | was given equipmentto helpme . 6

ol was well looked after. 0

"Waiting times . 6

0The consultant did not give me enough information or answer my questions. | was told
to see my GP regarding the medication | was to take. 6

= = =4 =4 =4 =
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Mental Health

1 OFelt very let down and abandoned, didn't know who else to turnto. 6

ONo ongoing support other than self -care. 6

0The GP did not do a lot for me but the crisis team were fantastic . 6

OMore understanding, not to be passed around . 6

OThere has been no support as the assessment | had has led to me going on a waiting list
for over a year. Now it appears | came off the waiting list and no one realised so | have a
further assessment. 6

ONeeded one to one support such as weekly support visits to check on wellbeing . 6
ONo support has been offered. 6

ONot tailored to needs of individual. 06

0The consultant helped with the shock of having surgery. 6

olf you ring for help/appointment can take weeks to be seen. 6

0 Bor quality counselling without ever having a diagnosis of why my mental health is
poor. 6

= =8 = =9
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1 oVery good.6
1 OMore available appointments and quicker appointments. 6
1 0oThe care met my expectations as the staff were very helpful and gave me information

that | needed. It could not have been improved. 6

oShorter waiting lists needed . More money needs to go into mental health. 6

ol was given medication but not offered counselling . 0

0Too long to wait and not easy to access. 6

OThere does not seem to be the help for mental health in this area and something needs
to be done. 6

=A =8 =4 =9
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Table 19: During your whole experience of getting support did you receive timel y and
consistent communication from all of the services that you came into contact with?

14 3

Autism 3

Cancer 46 11 21
Dementia 12 15 11
Heart and lung diseases 44 23 16
Learning disability 4 6 0
Long-term condition e.g. diabetes, arthritis 89 57 32
Mental health 20 70 22

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

Autism

9 OLetters not received; appointments changed without notice . 6

1 0 W communication between professionals . 6

1 "No communicationatall . 6

1 OAll reports have to be repeat edly requested. One report took two months to type. More
admin staff would be better."

T o nformation wasnodt pass edthdreevtaswadat of regettionvandc es t h
constant explaining to be done by the family. ¢

Cancer

1 oOMore continuity between departments. 6

ol think someone explaining everything the outcomes as | was shocked from the diagnosis . 6
OHospital excellent . 6

00nce we had had initial appointment at second hospital communication improved. We
saw a specialist nurse how gave us the information we required. If initial letter could have
been sent out, explaining timescales , etc. that would have improved experience by
managing expedations 0.

1 OEverything really good . 6

00ne to one care of all agencies has been excellent. 6

oCommunication between different departments and hospitals non-existent at times. Poor
at other times .6

OTriage helpline very useful."

OFirst class treatment. 6

ONeeded to push to be treated. 0

ol was completely satisfied. 6

00ften had to chase up appointments . 6

oBetter notification of test results. 6

= = =8 =4
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I ©OAnyone receiving a diagnosis of serious cancer should have an appointment within 48
hours to discuss possible implications for that individual. To have to wait a number of
weeks is too long. 6

Dementia

1 oStaffing shortages in social care and lack of awareness of what dementia is in some areas
of the health service . 6

1 ol feel as though everything has worked well for me. 0

9 olt couldn't have been improved. 6

9 ol think the doctors need to talk to each other . 6

1 oPhone calls are often difficult - having to leave messages - then not hearing from
services. 0

1 oPeople don't seem to communicate with each other. Often the case is deft hand d oesn't

know what the right hand is doing & Services/care not joined up. 6
1 oThe service from my GP and practice is first class . 6

Heart and lung diseases

=

ONo communication between departments in hospitals . 6

OMore individual ised.0

oMore consultation in the beg inning. 6

OEverything really good . 6

0The care met and continues to meet my expectations very well. 6

0Could not have been improved. 6

"It always seems very difficult to access. 6

ONot much support when | left hospital. 6

oDepart ments dondt deparimmentsayweadndo thisbu forihat service
you need such and such. Just the fact you have a life changing condition is traumatic
enough which is compounded by the fact you do not have any one person who could deal
with the various specialities and services. An ongoing written record that the patient has
so if they forget anything or a re confused, they have something to referto. 6

= =8 =4 =4 -4 -4 -8 9

Long-term condition e.g. diabetes, arthritis

1 0Getting the right information straight away. Didn't hear news as it went al ong.6

1 oHave had good care but not the assurance of continuity of care from GP. Important to
see the same person during flare ups of condition. 6

olt was impossible to get answers to questions from a doctor/consultant, as appointments
were not offered. 6

OVery supportive, helpful staff, explanation of treatment , etc.o

ol am happy with the NHS and my ongoing care. 6

0Access to my records digitally so | can see what's said. 6

ol never saw the same doctor. 0

oLess waiting time. 6

ol strongly felt that | was being given the care which was needed. 6

0 Mver received feedback of test results from hospital or GP . ¢

ONothing to complain about. 6

oPoor communications.6

ONeeded to push to be treated. 0

=
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Mental Health

1

T

=

0Seeing a different professional at each appointment doesn't help at all as you have to go
through your situation each time and its exhausting. 6

OoPhones often on answerphones. Appointment s made - but not communicated by either
letter or phone. Huge gap between a general enquiry and crisis team. 0

0 Aweek is a long time for someone with mental health issues to wait - rash decisions may
have been made within that sort of time frame . 6

oNot having to wait too long for appointments. 06

OWas supposed to have regular appointments and discharged without my knowledge with
mental health service. Not discharging patients when they need help the most. Regular
appointments should be kept not discharging patients without their notice. 6

OMental health needs more communication and better ways to speak to someone instead
of voicemail. 6

ol received consistent communication from all of the services that | came into contact
with. They were very helpful and supportive. It could not have been improved. 6

olf sessions were cancelled you were not always told, also the right to obtain a copy of
letters was not always fully explained. 6

oNever get an appointment when needed. 0

0Counselling non-existent support or communication . 0

Time spent travelling to access support and care

Table 20: What is your main means of transport?

4

Autism 11 S 0 0 1 1
Cancer 56 19 3 1 0 3 2
Dementia 17 14 6 1 1 1 1
Heart and lung diseases 40 18 19 0 0 8 3
Learning disability 6 1 3 0 0 0 1
Long-term condition e.g. 86 34 35 4 0 23 6
diabetes, arthritis

Mental health 50 19 29 2 0 6 7

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

8 2 6

Autism 4
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Cancer 11 41 10 19
Dementia 11 20 6 4
Heart and lung diseases 24 38 16 8
Learning disability 3 4 1 3
Long-term condition e.g. diabetes, 45 100 21 21
arthritis
Mental health 22 53 26 8
Table 22: How much time would you be willing to travel for to receive specialist treatment or
support?
Autism 3 7 6 4
Cancer 5 32 19 25
Dementia 7 20 8 6
Heart and lung diseases 12 42 20 13
Learning disability 2 3 3 3
Long-term condition e.g. 27 87 45 27

diabetes, arthritis

Mental health 15 51 31 14

Your expectations at each stage of your care

Table 23: What is most important to you when first seeking help?

Autism 4 9 2
Cancer 25 45 5
Dementia 13 19 5
Heart and lung diseases 85 35 11
Learning disability 6 1 2
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Long-term condition e.g. 82 70 25
diabetes, arthritis

Mental health 24 65 18

Table 24: What is most important to you  when you first received a diagnosis and explanation
of treatment or support options ~ ?

9 3

Autism 3

Cancer 26 45 3
Dementia 10 23 8
Heart and lung diseases 32 32 16
Learning disability 2 5 2
Long-term condition e.g. 84 70 24

diabetes, arthritis

Mental health 41 40 21

Table 25: What is most important to you d  uring your initial treatment or support ~ ?

Autism 5 8 2
Cancer 28 42 3
Dementia 9 24 3
Heart and lung diseases 35 33 12
Learning disability 4 4 1
Long-term condition e.g. 82 65 27

diabetes, arthritis

Mental health 35 45 19
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Table 26: What is most important to youd uring your long term support ?

Autism

Cancer 32 37 4
Dementia 17 15 6
Heart and lung diseases 39 28 15
Learning disability 4 3 2
Long-term condition e.g. 89 60 24

diabetes, arthritis

Mental health 54 35 16

Supporting you to have more control over your own care

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

Autism 3
Cancer 17 44 15 6
Dementia 9 30 0 2
Heart and lung diseases 13 61 11 3
Learning disability 5 4 0 2
Long-term condition e.g. diabetes, 39 118 19 10
arthritis

Mental health 31 69 6 5

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

1 OAccess to specialist teams. 0

1 OEasily accessible support services 24/7.6

1 0Get the diagnosis sooner and the follow up sessions sooner. 6

1 olmprove almost every aspect of their services. Provide sensible, factual advice and
follow it up. 6
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Cancer

1

1
T
1

=

OEasier GP appointments with the same GP.6

oLocally available services seven days a week.6

I would like easy access to the services | need.

oProvide specific information regarding illness and treatment available, inc  luding side
effects. 6

OExplain my options. 6

"I would love to see more info on living with cancer including lifestyle - i.e. how | can help
myself... diet, exercise etc. 06

0Speedy access toGP advice- e.g. telephone consultation then face to face appointment

if required. 6

0The NHS currently gives me a lot of support with ongoing CT scans and chemotherapy
tablets. ¢

1 oOHappy with everything. 6

1 oOffer more wellbeing services for working people ove r50. 6
Dementia

1 ol am satisfied as things are . 0

1

ORegular checks on progress of disease. Advice to wife on handling, to save having to
research it all out ourselves. My husband is seen once a year better now it's at home and
not in the local hospital . 6

oBetter communication. 6

OEasier, accessible appointments to GP.6

oStaff need to be trained to deal with people with dementia. Wards for just people with
dementia. 0

20ffer more support for family/respite. 6

Heart and Lung Diseases

T
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OEmploy well trained and optimistic staff who are properly recognised and paid not rushed
and clearly stressed by the pressures. Stop asking me the same questions every time I'm
seen which don't seem relevant. Simplify getting repeat prescriptions . 6

0Co-ordinate between the hospit al and the GP where Shared Care is allocated. We have
had to ask for copies of letters sent between the GP and the hospital. 6

ol am satisfied with my care. 6

ORegular health checks to monitor the way the condition is progressing. 6

OProvide information of lo cal support groups. 6

0To signpost to support groups in the area. 6

ONothing, have been given all the help and support with my condition . 6

0Be able to see doctor when needed. 6

0Give consistent information. 6

0Get them to follow patients through the assessment & treatment stage. 6

0Keep promises to triage patients at A&E quickly, not just leave everyone waiting. 06
ONHS has done all that | needed. 6

0See same doctor more than once.0

OMake sure the basics - easy access to GP and following on hospital appointments. 6

Long-term condition e.q. diabetes, arthritis

1

OMore information on self -care as well as referral options available if needed. 06
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0The GP is usually the first line, there need to be more GPs and their level of training
needs to be up to date and consistent. Al | too often when you see a different GP within
the same surgery. The outcome of the consultation is radically different often leaning
toward a bias of what that particular GP understands best . 6

olssue more same day appointments. GPs are too often running o ut of appointments for
the same day resulting in a lengthy wait for an appointment. 0

ORegular contact with the same doctor during each visit. 6

OMore information to understand the conditions. 6

OMore staff to support . 6

OADbility to speak to somebody when | needto. 6

oProvide more support workers and mental health for those that really need it. A ccess to
social workers and occupational health. Home support for lonely people. 6

0The NHS do a wonderful job most of the time. 0

OMy notes have been confused withanot her per son&s athiswotripsime. 6o f
0 hprove communication and streamline processes especially between the GP and hospital
and specialist services. 06

OMake seeingthe doctor easier. 6

ONo more than is being done at the moment - for which | a m most grateful . 6

0The district nurses are amazing. 0

0See advert after advert saying get checked. Then you cannot get access to service s.0

Mental Health

1
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oLong term support and therapy until | feel able to manage my mental health
independently . A health pro fessional to explain conditions . 6

oBetter training for staff re mental health conditions and ability to tailor treatments to
individuals. 6

oContinue as they are doing. 6

OProvide more support workers around mental health for those that really need it. Access
to social workers and occupational health. Home support for lonely people. 6

OMore mental health workers . 0

OPut more money into mental health. 6

OMake it easy and quick to access support services. 0

OListen to me. Don't ignore my concerns. 6

OMore investment in the third sector and personal health budgets . 6

0Give indication of waiting times . 6

OProvide resources to be able to give the guidance and advice immediately when | am
concerned or worried about a condition, then prompt treatment thereaft er. 6

0Group sessions for anxiety. 6

Further comment

Cancer
1 ONHS superb. Just short of staff . 6
1 ol cannot thank staff of NHS enough from consultants to cleaners - all do a vital job. 6
1 olIf I had urgent medical need and cannot get an appointment with my GP , 1 goto the local
walk in centre rather than wait for my own GP. 0
Dementia
1 OReceptionists are usually very helpful. 6
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oWe feel the amount of contact from NHS services has been poor. We are unsure of the
future and need more support, advice, information. 6
OMy general opinion of the NHS is a good one. No complaints. 6

Heart and Lung Diseases

1

=

oCan't get appointments and if you have more than one thing wrong with you and you
make a double appointment you are only in the same time as you would be with a single
appointment. 6

OEnd up seeing too many doctors at too many different locations. Every doctor has
different opinions on the same case. 0

0To get advice from doctor by phone when worried. 6

olmportant need for getting prescriptions on time and not having to wait a week for
prescriptions to get from doctor to chemist. 6

oKnowing how and where to access support when needed and being confident it will be
provided. 6

OMore GPs are needed so appointments are quicker.6

ol have always had good treatment and support. 6

ol would like less of a wait in doctor @ surgeries and hospitals. 6

Long-term condition e.g. diabetes, arthritis

T
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0The phone consultations are good and | feel more comfortable asking more questions this
way.0

0Takes too long to see a health professional. 6

ONot always easy to get advice on phone as difficult to get through . 6

oMore money should be given to communities to provide services for health and social
care really near to our homes. Family doctors who can know the circumstances of people &
lives in the situatio ns they are in. 6

OHaving recently received surgery, | must commend the NHS for all my treatment and
supporté

OMore support needed to stay healthy and in work ."

oWhat wonderful service the NHS provides, so grateful. 6

ONHS superb but short staffed. 6

0 Med to adapt an 'acting as one' approach. Sometimes, | am in other parts of the country
for extended periods of time. It would be comforting to know that if | see a GP in a
different area or need to attend a different hospital, they would have access to my recor ds
and that for me, as the patient, it would just be like visiting my usual practice/clinic. o]
OVisiting your own local hospital is better for my own health wellbeing, it cuts down on
stress which doesn't help my condition . 0

Mental Health

T
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0Asking for help w ith mental health is extremely difficult, and to be told there is nothing
available and you will be put on a waiting list is devastating, we need supportimmediately

not months down the line. 6

ol think the NHS do a great job considering the resources they have.6

0The NHS do a wonderful job most of the time. There are a lot of people suffering with
mental health and the situation needs addressing. It is easy to hide mental health and con
people into thinking you are fine. 6

O0My only main concern is waiting ti mes and quick access to specialists. Also takes a long
time to speak to someone as GPs have little time and stressful. 6

OParity of esteem is a nice to have but not areality . 6
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Who responded to the surveys

Below is a breakdown of the demographics of the 2487 people across Cheshire and Merseyside who
responded to one or both of our surveys.

Table 28: Gender

Of the 2487 people who responded to the survey across Cheshire & Merseyside, 2417 responded to
this question:

Cheshire East

Cheshire West and Chester 175 73 0 2
Halton 170 82 1 3
Knowsley 185 58 2 7
Liverpool 153 57 0 3
Other 1 0 0 0
Sefton 130 82 1 5
St Helens LS 90 2 2
Warrington 137 99 1 9
Wirral 213 92 2 2
Grand Total 1673 701 9 34
Table 29: Age

Of all respondents to the survey, 2443 provided age profile information. 1357 respondents were
aged 55+, whilst those under 24 accounted for 214 respondents :

Cheshire East

Cheshire West and 3 17 23 27 37 64 50 28
Chester

Halton 6 10 26 36 45 43 66 25
Knowsley 17 9 13 16 20 24 48 107
Liverpool 5 5 25 17 40 62 37 25
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Other 0 0 0 1 0 0 0 0
Sefton 6 8 20 31 34 44 50 32
St Helens 54 27 33 54 82 69 62 30
Warrington 5 12 37 37 49 50 35 27
Wirral 1 17 20 29 41 74 73 56
Grand Total 101 113 211 274 387 497 475 385

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

Of the 2411 people who answered this question, just over two -thirds (1633) stated they did not
have a disability :

Cheshire East

Cheshire West and Chester 67 177 8

Halton 69 169 16
Knowsley 83 155 14
Liverpool 68 139 6

Other 1 0 0

Sefton 68 136 17
St Helens 107 268 27
Warrington 48 189 11
Wirral 70 223 12
Grand Total 663 1633 115
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Table 31: Ethnicity

2413 of all respondents answered this question. Of these 2240 classed themselves as White British :

Cheshire East

Cheshire West 0 0 0 1 4 0 5 0 233 6 0 4
and Chester

Halton 0 0 0 0 1 0 0 1 248 3 0 3
Knowsley 0 0 0 0 0 0 0 0 237 6 2 3
Liverpool 1 2 2 0 0 0 1 0 185 11 4 6
Other 0 0 0 0 0 0 0 0 0 0 0 1
Sefton 1 0 2 0 4 0 0 1 203 8 0 0
St Helens 0 0 1 0 0 0 0 1 387 5 3 9
Warrington 1 0 12 0 10 1 1 0 211 4 3 5
Wirral 0 0 0 1 3 3 2 0 281 11 1 6
Grand Total 3 2 17 2 22 3 9 3 2240 59 13 40
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Table 32: Are you a carer?

2,396 people surveyed responded to this question:

Cheshire East 71 188
Cheshire West and Chester 44 202
Halton 57 193
Knowsley 39 211
Liverpool 38 176
Other 0 1
Sefton 43 176
St Helens 66 336
Warrington 36 212
Wirral 86 221
Grand Total 480 1916

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

Of the 2394 people who responded to this question, around a third (786) said that yes, they had
a long-term health condition, with a further 615 saying that they had one or more health
condition :

Cheshire East 83 74 102
Cheshire West 4 0 0
Cheshire West and Chester 79 43 118
Halton 88 65 99
Knowsley 68 123 60
Liverpool 70 59 84
Other 1 0 0
Sefton 101 44 78
St Helens 109 124 171
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Warrington 57 21
Wirral 126 62
Grand Total 786 615

Table 34: Which of the following best  describes you?

Of the 2487 people who responded to the survey, 2374 answered this question:

169

115

996

Cheshire East

Cheshire West and 213 10 2 1 1 4
Chester

Halton 235 4 3 0 1 4
Knowsley 215 8 7 1 1 2
Liverpool 171 8 7 0 1 1
Other 0 0 0 0 0 0
Sefton 188 7 8 0 1 1
St Helens 352 6 16 5 1 7
Warrington 206 13 3 1 1 3
Wirral 283 5 2 1 1 2
Grand Total 2092 65 50 10 9 31

Table 35: Your religion

Across Cheshire and Merseyside 2418 people responded to this question

12

18

25

11

10

22

117

Cheshire East

Cheshire West and 2 160 3 0 1 0 6 67
Chester

Halton 2 165 0 0 0 0 7 69
Knowsley 0 179 0 2 0 0 3 55
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13

14
12

49




NHS Long Term Plan Engagement Programme healthwatch

What would you do? 50




NHS Long Term Plan Engagement Programme healthwatch

Next steps

Next steps for local Healthwatch

Local Healthwatch across Cheshire and Merseyside will share this report with their respective
Clinical Commissioning Groups Local Authorities and Health and Wellbeing Boards to ensure the
findings help inform locally develop ing Five Year Plans Integrated Care Partnerships; and Care
Communities.

The findings in each Healthwatch area will help identify priority areas 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  progressingthe Long Term Plan:

Cheshire and Merseyside HCP next steps

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 t hank 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 o f 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 .

=A =8 =4 =4 -8 4 -8 9

=

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 hav e, 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 developmen t 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 p lans 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 peopleare. | 6 m del i ghted t hat
our Places are already incorporating their tailored reports into their thinking of their own plans.

This report is so important, but it wonot be the
Alongside the work of Healthwatch, we also intend partnering with VCS Nort  h West and be likely
to be partnering with a local media partner to reach their audiences in Cheshire and Merseyside.
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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 wh ich will need to be
comprehensively addressed in the five -year strategy. The first is access 9 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 responsivet o peopl eds needs and the
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 str ategy. 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 Se ptember, alongside the system strategy
draft. It will be then that we canre  -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 Partnersh ip
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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 humber 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 t he 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.*

In Cheshire East we received 2 70 survey responses, consisting of 202 general surveys and 68
specific condition surveys. There were also 33 attendees across three specific focus group events.

Cheshire East

If Cheshire East was a village
of just 100 people...

Children are
overweight or
obese by year 6

T
-

5-16 year olds
Adults suffer have a

from depression MH disorder from cancer

a8 Adults under people are
Adults are over- 40 have Type living with a long
weight or obese 2 diabetes term condition

Is the average

Will die from age that women
heart disease will live to

People take less Is the average e
than 30 mins age that men People are
exercise a week will live to over 75

Statistics from PHE are far the Cheshire East Local Authority area, pop: 377,000

! 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
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Summary of Findings:

What matters most to people in Cheshire East ?

9 Inorder 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.

1 In terms of maintaining their health and independence in later life, people surveyed
overwhelming felt the most important f actor 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.

I 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 o ut of the area if it is not available locally.

91 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?

91 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

1 Respondents with cancer in the main felt that the support they received met theirn  eeds.
The number of respondents was however very small.

1 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 th at ongoing care and support was easy to access.

1 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 acceptab le.

9 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 sat isfactory.

1 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 acces s 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 responsesacross Cheshire East to

the surveys designed by Healthwatch England. The first sections use the 202 responses to the
genePabpbeds gener al exper i encd ss wrfv ehye,al bt ehf carned bcra
the 68 survey responses from people discussing support for specific conditions.

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

9 Living a healthy life

1 Keeping independence and staying healthy in later life
1 Managing and choosing support and treatment

1 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. Foll owing this, people were asked to re
i mportantd to 6not i mportant at all d. Therhafearye,
i mportantd. Finally, respondents were then asked

be improved in these areas.

What is important to people about health and care

Living a healthy life

When considering how to live a healthy lif e, Chart 1 shows that having access to the help and
treatment needed when itis 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?
100 g8

90

80
Q
2 70
& 60
S 50 47
)

40
= 29
S 30 24
z

: . .

10

0 [
Access to the help  Easy access to the For every Professionals that  The knowledge to
and treatment | information | need interaction with listen to me when | help me do what |
need when | wantit  to help me make health and care  speak to them about can to prevent ill
decisions about my services to count; my concerns health

health and care my time is valued
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However, when asked to rate on a scale of very importantto not important at all, all other options
were considered either very important or important as the table 1 below shows. Up to 200 people
responded to this question, but not every one responded to each option:

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

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

Professionals that listen to me 171 25 0 1 0
when | speak to them about my

concerns

Easy access to the information | 141 48 5 1 2

need to help me make decisions
about my health and care

Having the knowledge to help me 135 55 5 0 2
do what | can to preventill

health

For every interaction with health 129 54 5 3 2

and care services to count; my
time is valued

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:

A OEasier access to support, health walks, support groups , etc. especially in early evening

or weekends, variety of times of day /we e k . 6

A O0Easy accesmedds dietywaw get ol der, easy acces:¢
A 0Access to the things that help lead a health

expensi ve. Less expensive access to these wou
A o0More healthy options on r esst awr axtermd rses .c | @rs
A oHaving dedicated cycle paths to enable me to
A oProper 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. 6
A O0For stress levels to be reduced |ife now see

People commented on the quality of their environment and everyday living, citing air pollution as
a common concern:
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A OA healthi

er environment free from carcinoge
A oLess traffic, very concerned about rising a
Access to GP appointments
The accessibility of GP appointments was also important to respondents:
A 0The ability to have access to my GP or heal
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 8 am
tomorrow a frustration. o
A OMake it easier to book an appointment with
ti mes for operations and a gu araathetlasteninitdhat t h
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 doesnd6t have to deal with minor healt
Person-centred
The ability of professionals to liste n to their patients and treat them as individuals was also very
important to people:
A 0Somewhere to go for professional advice ab
serious, but can be concerning to myself .o
A OA Il oving and caring emadi r vinment onNotnecomput
A oStaff who have time to listen - everybody appears to be in a hurry due to pressure of
wor k. o6

Self help information

Respondents also told us that information should be more readily accessible regarding any self -
help and support services available:

A OBetter awareness of regul ated support servi
to ask my GP for them first. o

A 0l ncrease soci al prescribing to access non s
wel l being. 6

A OFor health c atoenapeaaocckss ® sali heatthaoptions for patients not
just the current options and targets of the

A 0Greater provision of pmelfenamgementpirvoeg rnaendsi.céi n e

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 mosti mportant consideration .
195 people responded to this question.
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Chart 2: What 6s most i mportant to you to help vy
healthy as you get older?
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| want my community | want my family and I want my family to | want there to be | want to be able to
to be able to support friends to have the feel supported at the convenient ways for  stay in my own home
me to live my life the  knowledge to help and end of life me to travel to health  for as long as it is safe
way | want support me when and care services when to do so

needed | need to

Table 2 shows that other concerns were felt to be either very Important or impor  tant, but did not
receive such a large response. Up to 196 people responded to this question, but not everyone
responded to each option:

Table 2: Rate how important the following things are to you when it comes to keeping your
independence and ageing healt hily:

| want to be able to stay in my
own home for as long as it is
safe to do so

| want my community to be 107 62 15 7 2
able to support me to live my
life the way | want

I want my family and friends to 117 67 7 1 0
have the knowledge to help and
support me when needed

| want there to be convenient 148 38 8 1 1
ways for me to travel to health

and care services when | need

to

| want my family and me to feel 157 29 6 2 1
supported at the end of life
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Staying independent

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

A o6Domiciliary care, support Ooaffordable amd accegsible.s o n a l
Adjustments to home. 0

A 0 To h avaad helpat kome without having to spend life savings. | think being able
to stay at home is really important but helop

A 0OHelp to make changes to my home so | can sta
expensive andtheyareonly i n f or two minutes. O

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:

A oDomiciliary caaer efusslt tbreamoadcequate and free

A 0Extra support at home, independent |iving sk

A O0Health care visits at home. 6

A olf | feel the need for a home visit because |
so. 0

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:

A oAppropriate help is available to stay in my own home and travel around where 1 live.
The bus services are not good and | know of non-drivers who are stranded. 6

A oTransport when | am no longer able to drive to appointments . 0

A 0OBetter public service vehicles, no buses to hospital on Sundays. 6

A oI'm not in need yet in this area but | know transport is a big problem for older peopl e.0

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:

A dOMake sure information of ommuailylesolrdeswers sharedi c e s ,
effectively. 6

A 060n going educati on tha bestoppdrtunityitd remaih fealtpyramdv i d e
independent in | ater I|ife.o

A oBetter understanding of services availabl e,

Links betw een health and care

The continuity of care and communication between health and care services was also considered
to be an important factor:

A 0Joined up care between health and soci al car
ot her . ¢

A O0Support sgeor vtioc,est ot opprevent having to see GP o

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 OA no fuss access to my GP. 6
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A 0Per haps hav oraotiger facilitg availaple by internet or phone and someone
who would send a reply within a specified ti
A OMore access to the doctors instead of wait.i

Loneliness and isolation

The ability to g et out into the community to spend time with other people was also considered
to be very important and emphasised strongly:

A 0Share c 0 mp a n-minded i people df iaksanilar age. U3A and similar
organisations are very active in my area and provideavery val uabl e service.
OMore community clubs for the elderly and no
ot her people spend more money on supporting
OMore community support for each other. ¢
0Total connection to allytheatd mgsalbvhi babl e t
0oBetter community services that funded by tt
compani es. 0

o o o I

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 mo re funding to enable more nursing hours:

A OMy recent experience of having a terminally
palliative care which amounted to one 20 min visit by a district nurse each week was
not i mpressive. o
A O0My exper i enc ersasftheynnead snorefgnditig@and auditing of the care
at end of Ilife. End of Iife options not wvari
A oPalliative care to help me |ive comfortably
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Managing and choosing support and treatment

Chart 3 shows that people we spoke to in Cheshire East told us that ¢ hoosing 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: Whatds most i mportant to you to kmeedabl e t
100 92
90
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70
60
50
40
30
20
20 15
, O B HE N
. L
Choosing the  Communications | have time to | make the | make the | should be If 1 have along My opinion on
right treatment is are timely consider my decision about  decision about offered care and term condition | what is best for
a joint decision options and make  when | will where | will go to support in other  decide how the me, counts.
between me and the choices that  receive health receive health areas if my local NHS spends
the relevant are right for me and care support and care support ar e a ¢ a n Gnbneyoa me
health and care me in a timely
professional way

When asked to select how important different factors were on a scale of very important to not
important at all, people also deemed making the decision about where they go to receive health
and care support and timely communications as very important . It must be noted that all options
offered to people were overwhelmingly considered to be very important or important in their
responses. This is detailed in table 3 below, in order of the options that most people classed as
being very important. Up to 199 people responded to this question, but not everyone responded
to each option.

Table 3: Rate how important the following things are to you when it comes to managing and
choosing the support you need

Choosing the right treatment is a
joint decision between me and the
relevant health and care professional

Communications are timely 121 63 9 1 1
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| make the decision about where | 112 62 18 3 3
will go to receive health and care
support

| have time to consider my options 108 77 8 1 1
and make the choices that are right
for me

| should be offered care and support 97 79 17 1 2
in other areas if
see me in a timely way

My opinion on what is best for me, 90 86 17 2 0
counts.

I make the decision about when | will 80 78 27 7 2
receive health and care support

If | have a long term condition | 70 77 43 2 2
decide how the NHS spends money on

me

Being offered care and support in different areas

People choseto 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:

f 01l d&@toncare which surgery or hospital I go t o,
seen quickly even if it means | have to travel
T 0Services should be provided Il ocally but wi t

treatment in another areas if desir able. 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 | 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'. o
T 0Cl oser ¢ Jregdedi lBetweea different Trusts , i.e. no postcode lottery. Some
services are provided by West Cheshire, some provided by North Staffs, but Alsager in the
mi ddle falls between the two and doesn't have

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:

1 OKeep community hospitals like Congleton War Memorial. | struggle to gett o Macclesfield
or Crewe. 0

T o[ Would 1ike] more investment in front l'ine s
being private only. o
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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:

T 0l think the NHS do a fantastic |job,ydealngsy' re
Il " ve had with them | can only praise. o

Communication

I n regard to staff, a common theme stemming from
communication both within the NHS and when talki
listened t 0. 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 peopledbs awareness of owvhien tComsnanspor t
included:

1 0 Gi v eer a&ceess to appointments and doctors. It isn't always necessary to see a doctor.

Someti mes emailing or speaking would be enough
1 o[Would like] c ontinuity 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

l ater. o

T 0Communi cat i on ulbiscplay Team rhemiddrs and looked at as a whole
person not just a symptom. 0

T 0More and better informatiamaohabl k. éptions th
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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 profes sional 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?
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Any results are | am able to | can access I can make | can talk to my | have absolute | manage my

communicated talk to other  services using appointments doctor or other confidence that own personal
to me quickly people who are my phone or online and my  health care my personal records so that

making best  experiencing computer  options are not  professional data is | can receive
use of similar limited wherever | am managed well  continuity in
technology challenges to and kept secure care
me to help me
feel better

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 w ere 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

hi gher number of ©O6neutral d answer s .Thiscmetapedimp | e
table 4 below, in order of the options that most people classed as being very important.  Up to

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

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

Any results are communicated 118 53 20 2 4
to me quickly making best use
of technology

| can talk to my doctor or other 104 56 30 4 3
health care professional
wherever | am

| can access services using my 103 56 29 4 5
phone or computer

I can make appointments online 90 51 34 9 8
and my options are not limited

| manage my own personal 70 71 45 5 5
records so that | can receive
continuity in care

| am able to talk to other 64 s 42 8 6
people who are experiencing

similar challenges to me to help

me feel better

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:

T 0More online appointments for al/l sernmaofes so
Work better with choices of various hospitals so if someone works a long way from home
they could attend appointments there. 6

T ol think results could be emailed or coll ected
and making appointmentsist he way f or ward. 6

1T oBetter choice of appointments for those that
the time at 8am to fight in a queue for an app
T ol do not have access to a computer or know ho

addres s . 6

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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T 0oCurrently, there is a Facebook support group
when you have something rare. The GPs and Macmillan nurses do not really understand
it.o

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:

T 0ol want to be able to speak' to another human

appointments and results. | 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 | go and

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

vital "clues to diagnosis are missed when the
T oListening t odtakngmywishesviatonconsideration, not being told what |

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

ti mes. o

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

T 0When dosetingma patient and he is writing to his secretary to book a hospital

appointment why candt he simply fil/l in a star
hospital immediately? | recently had to wait three weeks for my surgery to type up and
sendoffa si mple knee scan | etter due to admin bac

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:

f 0My concern is I|living in an ar ea wdopulatomails si v e
almost double - without any addition to services. Surgery is always busy - 4 to 6 week
waits for appointments and blood tests. It wi l

1 OLeighton 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 &
hospitals in general .o

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:

T O0A fundament al t how aostdrsamndrhealthcace proféssionals are educated
and trained, so that the new emphasis is on partnership of care with patients, and not for
patients. 0

1T 0oBetter promotion of ser vi ces .-basktbsergicesasach@ass s t o
nurses. 6

T 0Aldalht h records shared on one system. 6
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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 Colcampgsdandsier 0 gamihe 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 30 ™ April 2019,
and was attended by 16 health and social care studen ts.

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, difficul ties 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 ne ed 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 previ ous 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 jar gon was used by health and care
professionals and people tol d usayittahitast6é .t hey want ed
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P e o p lexérisences of NHSsupport for specific

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 ea rly 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

3

Autism

Cancer

Dementia 15
Heart and lung diseases 7

Learning disability
Long-term condition e.g. diabetes, arthritis 16
Mental Health 16

Table 6: Who are you responding on behalf of?

0

Autism
Cancer

N

Dementia

Heart and lung diseases

Learning disability

Long-term condition e.g. diabetes, arthritis
Mental Health

o © O U1 b~ 01 W

o N P N

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

Autism

Cancer

Dementia

Heart and lung diseases

Learning disability

Long-term condition e.g. diabetes, arthritis
Mental Health

N N O o N N O
© ® Pk B ® O W
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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?

Autism

Cancer

Dementia

Heart and lung diseases
Learning disability

0 O W o U1 O
AP RPN P ®
A O W o O O

Long-term condition e.g. diabetes,
arthritis

Mental Health 2 9 5

Autism:

T 0Support available for those diagnosed with a
T 6The only support available was with the thir
we would have done without their support. The NHS only offer helptothosein cr i si s. 0
f oMy daughter has autism, ADHD, SPD and anxi ety
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.
T oWe would |ike to see more support for adul t
particularly eating disorders. o6
Dementia:
T 0A memory test had to be requefstedl awidce, this
T 0oProper soci al care for all. Dementia for exan
with no cure but is still treated as a '"soci al
1T 0Dementia rehab came to visit ratndé provi de some
f OMy surgery is now making an effort to make ap

will also do the bloods te sts instead of going to the hospital. They are planning to do a
dementia care plan.é

f 0l am struggling with mpofedsiomaigvhml €an sit devn dithtoh er e i
tal k about it. [ need this. o

Heart and lung diseases:

1T oDischarge | etters are very slow in coming anct
parking charges because a patient has to wai't
1 0 Ac c e sedpiwasyenyhdifficult, it took two years. Once accessed the system it was very
hel pful . 6
1T 0Care is helpful. | understand and accept reso
f olnitial diagnosis and care were very quick. F
Thecondi ti on needs constant monitoring 6 months
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Long-term condition e.g. diabetes, arthritis:

T 0The services that help me realise how condi
therapists, occupational health and carers hub . 0

T ol see a specialist nurse every 3 months. Y e s
appointments is difficult. 6

T oProvide me with cl ear i nformati on. A designat
prescriptions and information/ help. 6

T O0Af t &1 sca, lumber puncture organised this was done in a short space of time and
results came quite quickIly.©o

Mental Health:

T oMy wife was prescribed medication with which
took her off for six weeks to see if anything ¢ hanged, 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. 6

1T 0Better ment al health services and more resour
level services such as counselling, CBT[Cognitive Behavioural Therapy] etc, especially
coping with stress which | 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
f oLuckily 1 coul d af ftlewadtfopmental helth trdatmentwah c ar e
over 12 months and | was off work unti/l I had

1 0 C WEheshire and Wirral Partnership] has completely ignored me. | am appalled at the
unprofessionalism and expected much better. My GP says they can't do anymore for me...
I do feel |l i ke giving up completely as | don''t

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

0

Autism 0 1 0 0 2

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. 6 5 2 2 1 0
diabetes, arthritis

Mental Health 0 1 6 6 3 0

Table 10: Do you have any other/additional conditions including long term conditions or
disabilities?

Autism 0 3
Cancer 5 2
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Dementia
Heart and lung diseases
Learning disability

A B P O

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

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?

Autism 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 4 5 0 1 1
e.g. diabetes, arthritis

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?

Autism 0 0 0
Cancer 2 1 0 1 2 2
Dementia 8 0 2 3 6 0
Heart and lung diseases 3 1 0 3 0 0
Learning disability 0 0 1 0 0 0
Long-term condition 1 < 0 4 =) 3
e.g. diabetes, arthritis

Mental Health 3 6 1 3 1 1
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Autism

I OEightmont hso
T 0We waited three years. o

Cancer
T 0The waiting time is now 10 months. o
T 0There was no delay at all from seeing my GP t
All very timely.é
Dementia

T 0About three weeks. 0

T 60The s up pofferett quiteagsickly but we did not take up the support for over a
year . 0

T ol initiated referring my husband to a unit w
seen quickly.o

T 0lt took more than one aytP and getirgtanapmintmentowite ul t i n
the dementia consultant. o

T 0We waited six months to go to the memory cl

r
T 0A memory test had to be requested twice, t hi s

[
i
Long term conditions

T oDi agnosis made that day. 6

T 012 mont hslLipgedema neirse. and now for bariatric surgery and counselling for

my eating issues itds also a 12 month wait.é

olt was four weeks after |l ast scan to tell me

T oWe found out by accident that he had Parkins
had to travel to Oldh am Hospital to be seen earlier but he also had COPD [Chronic
Obstructive Pulmonary Diseaseland a pacemaker . 0

=

Mental Health

f oWaiting over a year for support. ¢

f 0Si x mont hso

T 0Around 18 mont hs. dontak td mamt slt ihéalwtah tti mgr apy.
1T oAftcad |l ing the GP surgery | had an appoint ment
T ol seffrred and waited 2 weeks before | was '
1

ol't was going to be over 12 months which was |
and went private. 6

T 0As it wassituaiondt was dealtwith quickly. A police officer rang on my mum's

behalf and she was seen at their house within

Table 13: How would you describe the time you had to wait between your initial assessment
/diagnosis and r eceiving treatment?

2 0 0 0 1

Autism 0

Cancer 0 1 2 2 1 0
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Dementia 3 0 8 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. 1 3 4 3 3 0
diabetes, arthritis

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?

Autism 0 <
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
f oMacmill an Cancer St Lukeds Hospice. O
Dementia

T 0Help with knowledge and accessing benefits a
health power of attorney. 6

O0Cafsersupport groups, especially at Cerebral F
OA visit from a dementia nurse annually to ass
ORegul ar checks (weekly) by district nurse. o
T 0The Al zhei mer 6sn Swer etyuhmoret ibwee. 6

= =8 =

Heart and lung disease

f 0Seeing a consultant. o
f 00ngoing support is okay. o6
1 Hel p given by Age UK in Macclesfield. 6

Learning disability

o

T ol nformation from Parkinson's UK and post and
T oMul tipl e Scl erosi s emailras eneedede gxtra suppbry betaeers o
appointments. o
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T oMade aware of support by MS nurse whDrentvi si t ¢
hospital .o
T 60Carers coming in to give practical/ personal a

Mental health

T ol ndividual therapy, dietetic input. o

T oMy wife was prescribed medication with which
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 ares ult
could not be put back on the same drug. ¢

If you accessed support, what could be improved?

Cancer

T 0Chemot her ap ybeandalierdd imlLaighton not Manchester - less travel, less

stressful .o
Dementia
T 0l was satisfied with the support offered. 6
1T 0Being told what i's around. I myself found a
suggested it.o
T 0An opportunity at regul ar checks for both of
possible help
1T o0 A mo rdepthiappointment, and the opportunity for my p  artner to explain how my
condition affects my everyday | ife.©o

T 0Respond quicker and we wanted people to tell
know anything about dementia. 6

Long term conditions

T 0Knowledge and attitude of specialist staff. o

T oLeightpant aHoshoul d extend hours of neurol ogi cz¢

T 0Availability of support is |limited, and when
ti me. o

Mental health

f 60Taking time to I|isten instead of writing out
ofentering the office.o
T 0Mor e psychiatric revi ews, -yeas elayi andl Ibgtter af t er

review/ monitoring of drugs prescribed. 6
T 0To be matched with a more suitable CBT therap

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

Autism 0 3

Cancer 7 0
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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?

n/a n/a n/a nla

Autism 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 8 2 2 2 0

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

T 010 mont hso
T 00One week6d

T 0Si x mont hsbo
T 0Si x mont hsoé

Dementia

T 0After r ef er r avhittdsge the specialiStRvastaboat six weeks and tests were
done very quickly after that. ¢

Heart and lung diseases

T OFirst a p p o iOK tuhaftertvardsv lansas not informed of the results for four

months in which time | could have died. The adminis what | ets this servic:¢t
f olnitial | etter in August. Appointment to have
in Stockport in October, neuro psychologist in

Long term conditions

1T 0Referred to hospital within two months of dia
1 0 1 éhonths wait for bariatric consultant and  six months for gastro app ointment and | & m

meant to be on barrettes monitoring programme.
T OoNot too | ong, my dad went to see a doctor at
T 0Couple of months but symptoms wunusual . ¢
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f 0Si x mont hsoé
Mental health

T 04/5 mont hsoé

T oWhen | complained to our GP about my concerns
moved on pretty quickly from then on. o

0Si X mont hso

oVery fast appointment we received. O

0The |l ength of the wait faurther intensified sy
T 0Two weeks after being diagnosed. 0

= =4 =4

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

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 2 4 1 4 2 1 0
e.g. diabetes, arthritis
Mental health 2 1 4 4 3 0 1
Table 18: Did the support options you were offered meet your expectations?
N N
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

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

Autism

1T 0l expected to be referred to other specialist
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T 0The only support available was with the thir
we would have done without their support. The NHS onlyoffer hel p t o those in
Cancer
T 0AI'l treatment seemed organised. ¢
T ol expected to have surgery or radiotherapy b
marvell ous. 0
Dementia
T 0Would welcome day <care availability | twaally,
centre 13 miles away. o0
T 0l was satisfied with support given. o

Heart and lung diseases

T owWhile in hospital the care had been superb bu
transl ation. 6

T 00O0nce the system was accesse dleandleelpfaldtiwvasthend adv
initial access that was difficult and infor mat

T 0Di st,d40mtid e round trip.o

Long-term condition

f 0Seen on a regular basis. o
T 0Long term it become appar ent stffwaswoefuilyoutkin owl e d

dat e. 0

T oM. R.1 scan took ages as diagnosis was vague h
brought in due to | arge waiting |ist.o

T "Waiting times. o

1T 0Medication changes review needs i mproving.?o

Mental Health

T 0Tol d ttaking therages, which doesn't work. | was with CMHT for years and it
helped but since being signed off in November 2017, | have been left with no support. My
mental health is the worst I've ever known. I've become agoraphobic, severe anxiety but

totaly unsupported and my GP just isn't interestect
T ONo support has been offered. Lack of care and
a feeding zoo. 6
T 0Tons of bookl ets/ handouts /[/sheets of i nfor ma
would have been bette r. In the early days, money seemed to be the deciding factor, if we
have it, we then have to organise it ourselves
f OMy operations were quick, but my parents and
80s veryslow,waiti ng for replies. 6

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?

Autism 0 2 1

Cancer 6 0 1
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Dementia 5 7 8
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
T ol't made | ife easy f @Chemotherapy Opgelatom/Chambt beagpy.
T 0The only i mprovement could be, an increase in
doubl e book. Patients and the wait in clinic c
Dementia
T ol wasisfied with the time taken. o
T oWe did find that initially care and support w
with specialist after a couple of years as we
T oWent online/word of mouth t o arsandsusporvgeoupi ous ¢
GP referred us to a specialist in Macclesfield, who said my husband is lazy and not ill.
Second specialist finally agreed he had dement
T 0Phone <call s ar e hadng toeleave dneskafyds € théntnot hearing from
services . 0
T 0The service from my GP and practice is first
Heart and Lung diseases
1T o0Discharge |l etters are very slow in coming and
parking charges because a patient has to wai't
T 0Care is herlsptfaund adndunadcecept resource | imitat:i
T ol was never given a Il etter confirming diagn:i
services. 6
T "It always seems very difficult to access. 0

Long term conditions

)l

1

0l't was impossi bl e to g e tdoctorcensuttantsas appoingnmangssst i on s
were not offered. 6

00Once | got a gastroscopy | etter on the day of
just drop my job to go. But the nurse gave me a lecture about missing the appointment.

| 8dm sorry biut yowmnissslee. | f itds that <close vy
oAfter MRI scan was ordered this was done in a
guickly. o

0OTi me waiting needs i mproving. Meds review nee

o0Di agnosi s t oodeks#lpe ant MRescag totconfism what was diagnosed in
days. o
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Mental Health

T ol haven't been offered any support whatsoever
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 tr

1T 0Have not yet accessed talking therapy/ CBT, st

T 0There were a couple of times due to work comm
a session and trying to contact the right person to inform the clinician and rearrange was
difficult. 1 was told someone would be back in touch and they never did. Even the
telephone numbers | was given on the paperworKk

Time spent travelling to access support and care

Table 20: What is your main means of transport?

Autism 0 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. 1 0 0 0 13 1
diabetes, arthritis

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?

Autism 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
Long-term condition e.g. 2 8 4 0
diabetes, arthritis

Mental health 4 8 3 0
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Table 22: How much time would you be willing to travel to receive specialist treatment or
support?

0

Autism 1 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. 3 4 5 2
diabetes, arthritis

Mental health 3 6 5 1

What is most important to you?

Table 23: When first seeking help

Autism 2 1 0
Cancer 1 6 0
Dementia 7 6 1
Heart and lung 2 2 2
diseases

Long-term condition 4 7 1
e.g. diabetes,

arthritis

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

Autism

Cancer
Dementia
Heart and lung diseases

Long-term condition e.g.
diabetes, arthritis

Mental health

Table 25: During your initial treatment or support

0
3
5

Autism

Cancer

Dementia

Heart and lung diseases

Long-term condition e.g.
diabetes, arthritis

Mental health

Table 26: During your long -term support

1
2
4
2
8

o o1 N

Autism

Cancer

What would you do?
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Dementia 4 9 1
Heart and lung 2 1 2
diseases

Long-term condition 7 2 2
e.g. diabetes,

arthritis

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?

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, 3 7 2 2
arthritis

Mental health 5 10 0 1

What could the NHS do to help you stay healthy or manage any condition you have?
Autism
T 0Support for autism and eating disorders. 6

Cancer

f 0Just give |l ots of advice and build confidence

T 0Regul aupshéck

T 0The NHS currently gi vithsongorgg Chscdn®and chedmotlsemdmyp o r t
tablets. o

T 0Keep the NHS going with some slight i mproveme
pay and respect. o

Dementia
T ONHS do provide l|literature which is very helpf
wouldbe hel pful. We had to ask for follow up ap
T 0Keep i n-Makenappmictments easy to access for dementia patients and carers.
No |l ong queuingéd
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T 0Regul ar checks on progress of di sease. Advi c
search it all out ourselves. My husband is seen once a year better now it's at home and not
in the | ocal hospital . o

[

T 0Be aware of my Al zhei mer
mont hs. 6

T 0l need more time away fr om rsema&Ed-dha&idlsy |-gakned qe r2)
old and needs constant care. Cannot be let out on his own - Has no sense of direction,

road sense etc. o

s diagnosis and che

Heart and lung diseases

T 0Keep funding the respiratory teams. 0
T oNothing, have been given alclontdhie ihoenl.p0 and sup

Long term conditions

T 0oProvide up to date and holistic advice. o

T o art | istening to symptoms better and not ass

1 olmprove communication and streamline processes esp. between GP and hospital and
specialistservi ces . 6

I ©6Admin 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."

1 &Just keep doingwhatyou ar e doing. 6

T 0At every |l arge hospital (800 bed,swthspeaidgiste s ho
staff. o

T "Stress management support. o6

Mental health

T ol would just I ike my referrals to stop being
isolated and my anxiety is stopping me from doing anything. | just want some mental
health support. o

T oLong term support and therapy unt il | feel
independent!| yo

1 0 St r, ansiety and mindfulness workshops possibly alternative prescription s like yoga on
prescriptiontd

f O0Provide more counselling or support groups fo

T 0Keep checking my health icatodt heyateqoinrend@oi ng

1 o Pr cevasalirces to be able to give the guidance and advice immediately when | am
concerned or worried about a condition, then p

f 0Surgeons and nurses work there guts out, but
hopel ess. 6

Further comments

Cancer
T ol had a bad start to my journey from Novembe
onwards. 0
T ol am fortunate to | ive near Ma c c | éosgdital @dldd wh e |
clinics. The treatment | have had has been firstclass,n o compl ai nts at al | . ¢
f 0Nurses work |l ong hours for very Ilittle pay, d
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Dementia

T OoMy surgery is now making an effort to make a
They will also do the bloods tests instead of going to the hospital . They are planning to
do a dementia care plan.§é

T ol am struggling with my diagnosis and there i
tal k about it. I need this. o

T 0Receptionists are wusually very helpful .6

T oWe feel t he amount o fceshasbeea pobr. Wera® onsuxetbSthes e r v i
future and need more support, advi ce, i nfor mat

T oMy gener al opinion of the NHS is a good one.

Heart and lung diseases

T 0Pl ease charge drunks for treatment at A&E. o
T oNati onal prograowélorca@xaenp| eaortic aneurysm i
T ol nitial di agnosis and care were very dquick.
later. The condition needs constant monitoring six months appointments are over two
years apart. o
T oHel p withresosisdewti al care as it becomes neces

Long term conditions

T 0Not al ways easy to get advice on phone as dif

f oMy dad was my mum's carer but due to failing

T oVisiting your o Wwatterforomty awn hdalth svglli tbeing, it cuss down on
stress which doesn't help my condition. 6

T 0O0Overall guite happy. 6

Mental Health

T 0OCWP has completely ignored me. [ am appalled
much better. My GP says they cantdoany mor e f or me. 6

T ol have a community psychiatric nurse but the:
three times in four weeks. 0

f oBoth my wife and myself spent time in Her Ma
physical disability, there islittleorn o hel p from any other than th

T 0There are a | ot of places to visit to help in
door to door transport. o

T 0l am the carer to my mum who suffers with Ago

phobia so some d these questions (travel) do not apply as she has been housebound for
over 3 years. o6
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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 \ ﬁ_
Macclesfield in order to gain the views and experiences k

from people who can struggle to have their vie ws heard ,W.. o
in regard to health and care. These focus groups took —— ’9
place on the evening of 23rd April 2019 and the : &k
morning of 24th April 2019, and were attended by 17 o T
individuals in total. i

Main issues raised by the people with Autism Spectrum Conditions:

1 Knowledge / training around Autistic Spectrum Conditions - many health professionals
only have a basic understanding.

I Systems and Processes d many standard health systems and processes are not autism
friendly.

9 Funding/Access to services dthere is general lack of support services and where they do
exist, they are underfunded/oversubscribed.

1 Engaging with community in developing strategies and designing services dgreater use
of co-production.

1 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).

I Training - Need for front line 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:

1 o[ We] feel many Heal t h pro
 knowl edge/ experience of Auti sm.
( 1 O T emmnute appoint ment s donodt wor k fo
with autism. o

T ol find it hard to process t he
givenowr i tten info is not Autism f
T o[ 1] feel [ am shunted into
appropriate, then from one to another. [This] just
becomesadt tbhcokk 8 exer ci se. 0

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
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navigate the care system and their own personal care journeys a nd 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 / designi ng ser vi ces t-
productiond -exstendal most non

Some interesting comments included:

T 0The NHS& |[front l'ine deliver
spectrum conditions] is poor. o
f 0The 111 online service i s phoas

[ service] . o

89
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Cheshire West and Chester

The Local Authority of Cheshire West & Chester covers approximately 350 square miles and is the
fourth largest unitary authority in the North West. The Borough includes the historic city of Chester
and the industrial and market towns of Ellesmere Port, Frodsham, Helsby, Malpas, Neston,
Northwich and Winsford; as well as a patchwork of rural villages. Over 335,000 p eople live in
Cheshire West and about a third live in rural areas.

Quality of life is generally good for many people across the Borough, with lower levels of
deprivation, higher incomes and generally good health. However, there are pockets of significant
disadvantage, where residents experience poorer health outcomes, living conditions, educational
attainment and economic prospects. 2

In Cheshire West and Chester, we received 253 survey responses, consisting of 230 general surveys
and 23 specific condition surveys. There were also 20 attendees across two specific focus group
events.

Cheshire West

If Cheshire West was a village
of just 100 people...

Children are
overweight or
obese by year 6

5-16 year olds
Adults suffer have a

from depression MH disorder from cancer

g8 Adults under people are
Adults are over- 40 have Type living with a long
weight or obese 2 diabetes term condition

Is the average

Will die from age that women
heart disease Arestriokens will live to

People take less Is the average
than 30 mins age that men
exercise a week will live to

Statistics from PHE are farthe Cheshire West and Chester Local Authority area, pop: 332,000

2 Source: Cheshire West & Chester Council Borough Profile, July 2018. Produced by Insight & Intelligence.
http://inside.cheshirewestandchester.gov.uk/find out more/datasets and statistics/statistic
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Summary of Findings:

What matters most to people in Cheshire West and Chester?

1 When people were asked to consider what was most important to them to help them to
lead a healt hy life the predominant factor was having access to the help and treatment
they need when they wantit , accounting for 40% of responses A quarter of people stated
that professionals that listen to them when they speak about their concerns was the second
most popular answer.

1 However, it is important to note that when respondents were asked to rate each statement
according to importance , professionals that listen rated slightly higher than access to
services when needed.

91 Additionally, when asked to think of one thing that would help them to lead a healthy li  fe,
respondents primarily focused on factors relating to prevention , a joined -up approach to
accessible service, environment and infrastructure and easier access to GP
appointments .

1 When asked about keeping independent and staying healthy in later life , the overwhelming
response was the ability to be able to stay in their own home for as long as it was safe to
do so, accounting for 57% compared to the second highest answer relating to convenient
ways to travel to health and care services , which was given by 13% of respondents.

1 Home support and community support , a holistic approach to care, financial stability
and good transport were all emerging themes when respondents were asked to think of
one thing that would help them to retain their independence and live long and healthy
lives.

1 When asked to think about managing and choosing support and treatment, the most
important factor by far was that choosing the right treatmentwas a  joint decision between
the individual and the relevant healthcare professional.

1 When asked to rate this however timely communications were also deemed as very
important.

I When asked to think of one thing that would help them to manage and choose the NHS
support needed, communication was a dominant theme. Respondents also mentioned
information and advice , support and funding .

I Feedback from people with or caring for someone with autism concerned long waiting
times for diagnosis, limited support following diagnosis  and inconsistent communic ation .

1 A respondent with a learning disability found that care and support met their needs, but
better communication from services and health professionals would have been more
beneficial.

9 All four respondents with a heart and/or lung disease felt that the y had had a positive
experience in terms of accessing help and support in a timely manner. The majority of the
respondents also felt that help to lead a healthy life through  early intervention would be
beneficial.

1 The majority of respondents with a mental health condition felt that the support they had
received did not meet their needs. Although some respondents stated that they had not
received any ongoing support, those who did felt that waiting times were too long. Once
support was accessed some found it to be odismissive 6.

1 People with long -term conditions such as diabetes and arthritis found that the support they
received was mixed, and believed that communications they received were not timely
enough.
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Survey results

The following sections now break d own the results of the 253 responsesacross Cheshire West and

Chester to the surveys designed by Healthwatch England. The first sections use the 230 responses

to the Beonpltabsbébgeneral experi encbess uofv ehye albtehf oarned
down the 23 survey responses from people discussing support for specific conditions.

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

9 Living a healthy life

1 Keeping independence and staying healthy in later life
1 Managing andchoosing support and treatment

1 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. Foll owing this, people were asked to re
i mportantd to Onot i mportant at all dé. Therefore,
i mportantd. Finally, respondents were then asked

be improved in these areas.

What is important to people about health and care

Living a healthy life

When considering how to live a healthy life, having access to the help and treatment needed when
itis wanted was deemed to be most important by people responding to the survey (see Chart 1).
219 people responded to this question.

Chart 1: What is the most important to you to help you to lead a healthy life?

100
90 87
80
)
—8_ 70 5g
2 60
S 50
)
o 40
[= 30 27
> 30
< 17
20
0
Access to the help Easy access to the For every Professionals that The knowledge to
and treatment | information | need interaction with  listen to me when help me do what |
need when | want to help me make health and care | speak to them can to preventill
it decisions about services to count; about my concerns health

my health and  my time is valued
care

However, in Table 1 when asked to rate on a scale of very important to not important at all
respondents to the survey feldt t hat O0Professiona
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concernsd® was ranked as being the most i mportant,
needed when it is wanted. However, it is also important to note that all five statements were

deemed as very important or important, as the table below shows . Up to 226 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 | iving a healthy
life

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

Access to the help and treatment 183 37 1 1 0
| need when | want it

For every interaction with health 151 60 9 2 0
and care services to count; my
time is valued

Having the knowledge to help me 144 67 11 8 0
do what | can to prevent ill

health

Easy access to the information | 141 72 9 3 1

need to help me make decisions
about my health and care

We also asked respondents to think about one more thing that would help them to lead a healthy
life. This was a free text question and so answers were collated into themes and summarised
below:

Environment and infrastructure

Many people commented on the impact that wider determinants have on leading a healthy
lifestyle, such as the provision of sport and leisure facilities, better transport and infrastructure,
as well as the quality of the environment:

1T 0Access to good shofgé selling healthy fo
1T oBetter places for wal kingo
1T oLess worry about my finances, with all the ro
1 0OEasy access to a |leisure centre (price wise)o
1T oBetter | ocal infrastructur e. Devel opers have
there has been an utter failure to meet the needs of the community by providing a new
medi c al centre, or any other community facili it
f oCheaper healthy foodé¢
f OMore time to exercise around the working dayé
1 oCutside environment where | live being safer in the  evenings if | want to go out on the

bi ke or for a runbo
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T oCleaner airéo
1T oTackle poverty. o

Prevention services

Another emerging theme from respondents centred around the need for prevention advice and
support and provision of services that meet this requireme nt (including regular health checks).

T OAnnual "wel | women' checks for blood pressure
T 0Regul ar heal th checks for adults that coul d
prevented from causing |l ong term illnessé

T ol nformatiohhwbeati hgabhnd exercisebo

T oMore information about the cause of some il 1l n
T 0Give more promotion to information that helps
Obesity etcéd

OFor elate 30ieappgarerdly ltamtoc hec ks / M

my GP surgery to
young to qualify for
Joined up approach to accessible s ervices

f
[

of f
t his. o

Respondents commented upon there being a joined -up approach to services and in particular the
offer that is available to support them in the community:

1 OMorecommunity-based services and continuity of staf/

T 0More | inked in of servi ces hospiaforphydiothérapyand wai t i
doctor for ment al heal t ho

f 0More routine outreach services i n t Hoarnegsp mmuni
finding someone to drive and limited but expensive parking at hospitals  [is avoided]. 6

T oProfessionals that will give me the right ser

T oMore | ocal services 24/ 7 so | don't need to goc¢

T 0More support groges heahehyp pbeplsetay healthy

f oMental health support that was available on ¢t}

1T oBetter information about groups in the area i

T 0Access to a support group where | c amthel ear n

than take medication .6

GP appointments

The majority of comments regarding GP appointments centred around the ability to get a timely
appointment

1 OEasier to make GP appointment 6

T 0To be able to make Drs appointment within 2 da
f 0Getting doctor appointments when | want t hemo
f 0For access to GP to be easier. My GP has made

However, a number of respondents also commented on the quality of the appointment  such as
length of appointment and co ntent:

f 0l ncrease | ocal Doctors appointments times fr
|l onger . 6

f oLonger appointments with the professional, so
can be thoroughly dealt with. o

T 0Extra time al |l owe dust&Pswhopare sd omersiretcimed. ossibly more
GPs. ¢
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T 0Continuity of care at the GP. Seeing differen
repeatedly. Frequently | am prescribed something that, when | read the contra -
indications, will aggravateoneo f my ot her four | ong term condi

T 0Some respect for my existing knodwl edge woul d

Keeping independence and staying healthy in later life

We asked people to tell us about what they feel is important about keeping independence and
staying healthy in later life. Being able to stay in their own home for as long as possible was by
far the most important factor ( see Chart 2). 222 people responded to this question:

Chart 2: Whatds most i mportant t ondgnceandstayhbathyp y ou
as you get older?

140

126
120
100
()
a
)
g 80
©
2 60
S
=
23 19
) . . .
0
I want my family | want my | want my family | want there to be | want to be able to
and friends to have  community to be and me to feel convenient ways for  stay in my own
the knowledge to  able to support me  supported at the me to travel to home for as long as
help and support me to live my life the end of life health and care it is safe to do so

when needed way | want services when | need
to

In Table 2 when asked to rate this however, although being able to live independently in their
own home is rated as the most important, all of the other statements identified were also rated

as very important or important. Up to 226 responded to this question, but n ot everyone responded
to each option.
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Table 2: Rate how important the following things are to you when it comes to keeping your
independence and ageing healthily:

| want to be able to stay in my
own home for as long as it is safe
to do so

I want my family and me to feel 172 42 6 8 2
supported at the end of life

| want there to be convenient 159 51 12 2 1
ways for me to travel to health
and care services when | need to

I want my family and friends to 139 66 13 8 4
have the knowledge, to help and
support me when needed

| want my community to be able 114 79 21 8 4
to support me to live my life the
way | want

We also asked respondents to think about one more thing that would help to retain their
independence and live healthily for as long as possible. Again, this was a free text questions so
answers were collated into themes and summarised below:

Home support

The most prevalent theme with regards to what people feel would help them to live independently
was related to support to stay at home and also provision of quality housing:

f 0oHaving properly trained carers at homeod

f 0oHel p withodédhouseworKk

T 0Regular visits from a health profowshiewital , no
supporto

T o0Better support to stay in own homebod

T 0To |live in accommodati on-btoadi emdalhiloe myps élofngt @ s

1T 0Being able to access help with household cl ea

my means?o
T 0Goodishamg with accessible bathroomo
T 0Affordable housingé
T 0Advice about adapting a home. 6

Community support

A number of respondents commented on the need for community support to enable them to stay
healthy as they get older:
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= =9

OMore communi ty d&né pgldcésmogneet. Sernvicesphat are suited for the
ages. o

ol believe community programmes involving volu
OPerhaps the NHS could stop assuming that ever
to provide the help and support that the NHS is properly supposed to provide - | live alone

and | do not have family to take up the sl ack.
oLocal community hubs, a part of doctor's surg
services are available. o

Holistic care and prevent ion

A preventative approach to healthcare and a more holistic offer was also seen as important:

T 0Someone to be aware of me and to unobtrusi vel
if neededo
T 0Respect and the ability tolehgyasnposstbbé. o6f
T oOf fering alt er naRdkvaiscountad Brith led rsau rie 0
f 0Staying fit, reduce costs at council gyms. Pr
Transport

A concern for a number of respondents related to the provision of a q uality transport service being
available to enable them to remain independent in later life:

1
T

1

= =9

oBetter | ocal transport serviceso

0l don'"t drive or have much money so cheaper p
or make services more | ocal o

0 T h e r docal fsee shuttle bus that runs from Halton Hospital to Warrington Hospital

which is vital for a lot of patients. But there seems to be priority given to NHS staff to
board before patients/other users. If this service is needed for staff then they shoul d
have their own shuttle put on for them, then there wouldn't be any issues of patients/

ot her users missing out on transport. o

0ol ndependent means of personal transport to pl
0Good public transport so t lemalcanlno loreer drimedc e s s
0Some clinics should be run | ocally. o6

oOWhen there is no family |iving near it is a r

transport is very wearying, taking a long time especially for the aged, waiting around for
hours. o

Communication and information provision

How people are communicated to and provided with information was also seen as pertinent to
leading a long, independent and healthy life. In particular:

T
)l
)l

T

0Good communication between proevrivdiecressof heal't
oBeing |listened to and my family being part of
0OKnowl edge of what suppor t, have that nereoved soaalh ate me an s
treated the sam e

OThere needs to be a | ocal centr al poilable, wi t h
what is free or paid, and how to access it. There are several old couples around us who

need some help with care or respite and yet they don't know where to go. The GPs help

out when 1itds a crisis but t he creaspgrosesscob ul d |
somewhere to ask what is available. o
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Financial issues

A number of respondents felt that more financial security was the most important element when
it came to leading a long and healthy life.

f O0Not to struggl e s o samatimés afchioineahasctd ke Imhde betwbem t
prescription or food as on single | ow incomeo

1T 0The cost of carers and at home care is prohib

T oCare at home is a massive expensebod

T 0Being written off by our pegsmneg if thay eamriot gbtelx a u s e
because of our disabilities, now they think we

1T oCheaper prescriptions. o

Managing and choosing support and treatment

Chart 3 shows that people we spoke to in Cheshire West and Chester told us t hat 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 s een in a timely way locally was deemed as the
second most important option. 223 people responded to this question.

Number of people

Chart 3: Whatds most i mportant to you to be abl e t
100
92
90
80
70
60
50 44
40
30
20 19
20 17
0 [
Choosing the Communications | have time to | make the | make the | should be If  have along My opinion on
right treatment are timely consider my  decision about decision about offered care and term condition | what is best for
is a joint options and when | will where | will go  support in other decide how the me, counts
decision make the receive health to receive areas if my local ~ NHS spends
between me and choices that are and care support healthandcare ar e a ¢ a n@dney®srenge
the relevant right for me support me in a timely
health and care way

professional

As Table 3 shows, when asked to select how important different factors were on a scale of very
important to not important at all, people also deemed timely communications, having time to
consider options and make choices that are right for them as very important. It  must be noted
that all options offered to people were overwhelmingly considered to be very important or
important in their responses, although people deciding how the NHS spends money on them if they
have a long-term condition was perhaps considered less important as the relatively high number
of neutral responses shows. This is detailed in the table below, in order of the options that most
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people classed as being very important. Up to 227 people responded to this question, but not all
responded to each option.

Table 3: Rate how important the following things are to you when it comes to managing and
choosing the support you need

Choosing the right treatment is a
joint decision between me and
the relevant health and care
professional

Communications are timely 146 64 12 1 0

| have time to consider my 128 84 7 0 1
options and make the choices
that are right for me

My opinion on what is best for 123 79 23 0 1
me, counts
| make the decision about where 120 74 26 4 2

I will go to receive health and
care support

Communication

A common theme stemming from peopleds comments wa:
within the NHS and when t aldésirenafeellistengu #t He@ple tolds and p
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 infor
awareness of what support options are available to them. Comments included:

A 0To have medical professionals that 1|listen t
A OHaving access wibing#& wdrlowith noerandwmi conditios)/symptoms.
Not being fobbed off. 6
A 0Bei ng abl @a doator abaut healtht concerns without feeling rushed and
without the trials of getting an appointment
A 0That the various arms of the NHS woul d c¢comml
much money and time is wasted because exactly the same tests etc al ready done are
repeated by different professionals in diffe
oLink up between departments would be very h
dvice and people who do not wunderstand my p
Listen to pat i epastexpenenage ¢waitet forrmany gelars to get my
message through so in the meantime | suffered for many years. There should be a
triage system to |isten to patient's concern

P
o

o
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Information and advice

People also told us that they would value more information and advice about support options
available, for example:

A ol would |Iike to know what services are avai.l
option so | can choose. 0

A OWhat is there available?6

A 0Better information bhAtwébsanesooBtaviesti des

A oltds all very well saying we have a free <c¢h
surgery but we dondt actually have the infor
waiting list. | always ask who would you go to? We have to rely on the information the
specialists/ GPs have and accept that.o

A 0Clear options on treatment and clear and a

heal thy. ¢

Guidance and ongoing support

People told us they would also like to see more ongoing support and guidance from health
professionals. Comments included:

A OGuidance and navigati on, I need an expert t
the best and it puts pressure on me being as
A 00Ongoing support rstdmdgnesad, sproetimes yoe aref just given the
di agnosis and left to find your own way thro
A 0To offer thorough advice and options about |
conditions in some more detail .o

Funding for, and availability of service s locally

Furthermore, people told us that they would like to see funding for more services provided locally
with good public transport links to make them easy to travel to and from. This also linked into
comments that called for more investment in frontli ne services. For example:

A 0Ol ncrease the number of medically trained ¢
surgeries, hospitals, walk -in centres, opticians, dentists, audiologists, podiatrists,
phar macists and many ot hers. 6

A 0Ol ncreased opt i onpmrticllar condtiar tkere are sonfgw clinics
specialising, there should be satellite clinicslocally -gender dysphoria. 6
A 0Services that d on'-t.g. gmd servieessuch ass \tisyow (yaleg
peopl eds ment al heal t h rsesplpaogtt )b wtf freate di n nCICe
A OAlIl services shoul d be a-boariddryatredtment shoulddben NHS
the exception especially in the case of mul't
A

"More minor injuries clinics. More nurses available in doctor's p ractices to see with
minor ailments rather than take up doctor's time."
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Number of people

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.

As Chart 4 shows below, people in Cheshire West and Chester told us that being able to talk to
their doctor or other health care professional wherever they are was the most significant
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. 215 people responded
to this question.

Chart 4: What is most important to people when interacting with the NHS
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Any results are | am able to | can access | can make |cantalkto my I|have absolute | manage my
communicated talk to other services using appointments doctor or other confidence that own personal
to me quickly people who are my phone or online and my  health care my personal records so that |
making best use experiencing computer options are not  professional data is managed can receive
of technology similar limited wherever  am well and kept  continuity in
challenges to secure care
me to help me
feel better

When asked to select how important different factors were on a scale of very important to not
important at all, people deemed that communicating results via technology was very important
and that personal data was well managed and kept secure, along with being able to talk to a
doctor wherever they are. It must be noted that all options offered to people were generally
considered to be very important or important. People talking to other people who are experiencing
similar challenges to feel better and people managing their ow n personal records so that they can
receive continuity in care, 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. Up to 227 people responded to this question, though not everyone responded to each
option.
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Table 4: Rate what is most important to you when interacting with the NHS

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

| have absolute confidence that 137 55 28 5 2
my personal data is managed
well and kept secure

| can talk to my doctor or other 131 71 18 5 1
health care professional
wherever | am

I can make appointments online 119 71 22 12 2
and my options are not limited

| can access services using my 116 77 21 8 2
phone or computer

| manage my own personal 95 82 &5 10 3
records so that | can receive
continuity in care

Accessibility

Responses regarding the use of accessibility in health and care were mixed; some people told us
that they would like to see faster referrals and quicker access to their GP. They also commented
that they would like to manage their own medical reports and re  sults. Comments included:

T o0Access to all my records and results from hon
T oContinuity of care at GP, r el gry eaarmrd yd &s imorn t
T 0That [ could gain faster a ualy ewo sveeksand mpre. G P . T

Appointments need to be available same week wh
f 0Quicker access to healthcare professional anc

making call after call on a busy line. It can take too long to get through, front line
receptions can be so busy and sometimes downright obstructive and unpleasant, especially
in some urban/city practices. o0

f 0OMor e -idr ocpentres. O

Technology and online services

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 able to easily
access records and results, whereas others felt that they would like to see less technology and
more face to face comm unication. Comments included:

T oA f ast and reliable broadband service and bet
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T oAll ow me to enter the results of tests | have
system (EMIS) from a PC or handhel d deviceo
T 0For NHS t o r eotmsenjore has acheastto technology and technology loses

the personal touch which can cause further dis
T 0To be able to speak to a doctor in person, no
phone and your doctor istelingyou about how unwell you arebo
T 0oPromoting online chat sites for t hose with =

Health Unl ockedo

f OMore resources so patients can be selmawetoin a
wait months for appointments, scans, et ¢ . 0

Home and community

Responses regarding the use of home and community in health and care were again mixed. Some
people told us about the activities they would like to see, others commented on the home
healthcare provision, homelessness and community engagement. Comments included:

T 0More understanding over homeless issues and n
T 0Help with cost to the gym or other outdoor ac
T 0Great | inks bet we elnealthcartio schoolaiswdry gfoeréa | t h
T 0Some way ngf nleetgthbours know if you I|ive alone
T 0Children have a health visitor supporting par
elderly e.g. 80 or more at home supporting them, keeping them healthy and making
known what servicesareav ai | abl e to them. o

Staff and communication

Responses regarding staff and communication in health and care again were mixed. Some people
commented on staff training, and better communication with patients. Comments included:

T oLack of r ed ttraagpien eodr sptoaofrfl g

T 0The same team, doctors or specialists as th
everythingo
T 0OAbility to see GP of choice on day of need an

one complaint at a timebo
T 0l want to be ateWwiththée NHS cegardliess of wlere | am, with effective
cross departmental communication 6t he heart department shoul d t
T 0We need to be made aware of exactly what hel
these refugees get. Pensioners are kept in the dark as to what is available to us yet
refugeesandvi si tors to this country are given every

What people expect during service change and transformation

People in Cheshire West and Chester commented upon challenges facingthe health system locally,
including population increases. Comments included:

T oThat al/l hospital trusts operate from a stanc
without any 6l ocald interference as far as CHC
response to all correspondence, my own experience is that this simply not complied with.

My personal experience isthatso-c al | ed i ndependent panels are f

1T 0Due to chaotic confusion and short argreasigf r es
numbers of people who can afford it are moving to private healthcare, but the NHS, like
other organisations | could mention, thinks it is still the only healthcare service on the
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planet. The NHS needs to learn how to cooperate better with privat ely-provided
healthcare and how to exchange data and information using modern technology instead
of Dickensian pieces of paper. o6
f ONorthwich and surrounding areas need another
the increasing popul ation. ¢
T 0An e x spitabin Gheshire West. Spent time at A&E Leighton and waited almost 12
hours for a bed. the population is growing but still only served by this one hospital. Good
care given; staff can't be faulted but supply is insufficient to cope with demand. The area
is still expanding and extra resources are nee

In focus: what is important to students about health and care services?

As part of our research activity, Healthwatch Cheshire
West conducted a focus group with students from
University of Chester 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 2" May2019, and was
attended by 1 0 health and social care students. Below is
a summary of the themes and issues they raised:

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.
There was a concern that as an age group they are being missed out and feel they should be
involved in consultations and engaged with more.

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.

Accessing information and advice

It was stressed by students that a reliance on information being supplied digitally should not be
seen as the paramount source as it often fails to reach all parts of the community. When
information is shared onling¢oibt domedw!l d not be see

Access to information, especially for those in rural areas, needs to be improved and there is an
opportunity for more community involvement.

Students said that information should be available in every format and the NHS should always be
prepared to supply information in different languages and to suit the needs of people with a
disability. NHS staff or agents should del iver information in all communities through face -to-face
contact, in news form, via local media, schools, community groups, Healthwatch, surveys,
consultations, libraries and community hubs. Local government and local councillors should also
take a more prominent role in the delivery of important health -related news. Students suggested
the NHS team up with mobile companies to deliver public information through free messages at
times of need or outbreak of illness.

It was felt by attendees that the NHS needs to be more direct in signposting people to other
services such as pharmacies, clinics, GPs, NHS111 and walkn centres. People said that the
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Accident & Emergency department should be seen as the last resort and if it is not an emergency
people should be turned away.

Community role of GP practices

People suggested that GP Practices should become a community within the community and
associate with other hubs such as centres and libraries. They thought that GP Practices should
consider volunteering teams who can offer peer support as lived -experience buddies.

It was suggested that GPs assist in the reduction of loneliness and isolation by interrogating their
address/mailing list to see who has not accessed services for a while and, if appropriate, make
contact to see how they are.

Accessibility of services

Students felt that t here is a need for all primary care to be accessible by local or community
transport. There is an expectation that primary care can remove pressure from A&E, and that it
should provide a true reflection of its community, recognising language and culture differences.
Primary care should provide education regarding health or forge relationship s with schools,
colleges or universities to drive forward improvements.

Some of the services which students prioritise are Mental Health support, sexual health, scanning
facilities, speech services bloods, dietician and physio therapy services. They believe there should
be little or no wait for services across the country. If there is a wait for a service then staff should
continue to engage with the patient, bring them into their own care plan, set goals, standards
that have to be met to ensure that the treatment can be delivered and stand the best chance of
success

Students could not comprehend how one GP Practice could operate a first -class appointments
system yet its neighbour cannot. They feel there is need for a best practice review. They would
like to see students and young people engaged with as part of future work.

Training

The group identified that they wished to seek careers within the NHS but highlighted that finance
was a barrier. They would like to see new methods of entry being looked, at assisting with the
financial aspect which is putting people off, but wit hout lowering standards of training. It was
reported that a planned course was cancelled setting back training and recruitment. It was seen
to be not cost effective that people on bank support can earn much more money coming in to
assist than if they were working full -time for a service.

Mental Health services

Mental Health was identified by the group as having a major effect within the student
environment, and whilst it is appreciated that student union and mentors offer a service, they fail

to meet demand s. Students would like to see a service similar to the sexual health provision when
services base themselves in the university for mental health to meet demand. Delivery of mental
health first aid and more contact would be seen as a major step to reducing issues at early stages.
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P e o p lexérisences of NHSsupport for specific

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 in cluded 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 23 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

Autism B
Cancer 0
Dementia 1
Heart and lung diseases 4
Learning disability 1
Long-term condition e.g. diabetes, arthritis 7
Mental Health 8

Table 6: Who are you responding on behalf of?

Autism 1 2
Cancer 0 0
Dementia 0 1
Heart and lung diseases 4 0
Learning disability 1 0
Long-term condition e.g. diabetes, arthritis 7 0
Mental Health 6 2

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

Autism 1 2

What would you do? 107




NHS Long Term Plan Engagement Programme healthwatch

Cancer 0 0
Dementia 0 1
Heart and lung diseases 2 2
Learning disability 0 1
Long-term condition e.g. diabetes, arthritis 4 3
Mental Health 4 4

Experience of getting help and support

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

Autism 0 8 0
Cancer 0 0 0
Dementia 0 1 0
Heart and lung diseases 1 1 2
Learning disability 1 0 0
Long-term condition e.g. diabetes, arthritis 0 5 2
Mental Health 0 6 2
Autism:

1 oln Cheshire West and Chester, if you are with West Cheshire CCG they don't commission
post diagnosis support for Autistic Adults you are discharged from the service after
di agnosis. o

f 0Too | ong waiting |list for hel p. No diagnosi s
CAMHS involvement and then not collaborating effectively. Eventually diagnosis given 4
years later once my son was at crisis point and suffering extreme anxiety and expressing
suicidal thoughts. o

Heart and lung diseases:

T ol kept track of all my appointments and did n
might need. | discussed this intelligently wi  th my Consultant and their various teams and
was able to come to a mutual decision. | felt my opinions and worries were considered but
had a minor concern - because | work in a hospital there was an element of them thinking
that | knew more than | did: | h ad to remind them that there were distinct areas that |

knew | ittle or nothing about. o6

1 "I was told by telephone that | had Pulmonary Fibrosis, and | would be referred  to the
respiratory clinic.o

T 0Two months | ater not had any thedapdatd fromthe my do
clinic. | feel frightened and alone, surely this is not good enough."

1T ol have AF, started in Rochdal e, then | mo v e
treatment has differed in places. o
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T oMore availability of addpyp omt werrdk eandlv.ibce espec
Long-term condition e.g. diabetes, arthritis:

T ol was diagnosed with fibromyalggia. The docto
nothing about it and the doctors gave me very

T 0GP totally dismi sdseade antestillliaes | havg to laccasetreatment
privately. o

T 0l nvestigations and information provided by GP

f oNot a | ot o f-arhteh mpi tfiog, oistt eios ' ol d age' . O

Mental Health:

1T 0By the time | got up t bbeutwhylthadsuckeprotomgedimedtak t o m
health issues and my functioning had got to a level | could no longer cope with day to day
life funding for mental health services had been cut that much that after my initial
referral for talking therapy and my assess ment | waited 16 months for my first IAPT

appointment . [ coul dnodt be referred to a psyc
suicide. If having to attempt suicide is the bar you set to enable someone to get proper
hel p, then itds mot yodiuf cioad!ldt itmproee Bervices.
T ol experienced very poor access to services. I
short term therapy so had to wait over two years for further assessment. IAPTS did not
wor k. 6
1 "Long waiting list for counselling, by the time appointment comes crisis over, counselling
of fered not very effective, was over the phone
T 0Alternative ways of managing anxiety, depr ess
medication or counselling - therapies such as exercise, meditation, mass age,
aromatherapy not available."
T 0Quick response from mental health team. o6

I o T hFwe Year Forward View for Mental Health was very limited in the support for people
with SMI the Long Term Plan has identified opportunities to enhance support for people
with SMI but on a local level 3 months on from the publication of the  Long Term Plan very
little engagement to seek the views of family members supporting a family member with
disabilities, | wonder how parity of esteem will be established given that people wi th SMI
life expectancy is 20 years less than general population, is this in line with the NHS
Constitution?a6
T 0GP seemed unsure about first next steps for n

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

Autism 0 0 0 0 0
Cancer 0 0 0 0 0 0
Dementia 0 0 0 0 1 0
Heart and lung diseases 1 2 0 0 1 0
Learning disability 0 1 0 0 0 0
Long-term condition e.g. 0 2 2 0 1 2

diabetes, arthritis
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Mental Health 0 1 2 2 3 0

Table 10: Do you have any other/additional conditions including long term conditions or
disabilities?

Autism 2 1
Cancer 0 0
Dementia 0 1
Heart and lung diseases 2 2
Learning disability 1 0
Long-term condition e.g. diabetes, arthritis 2 3
Mental Health 3 5

Table 11: If so, how would you describe the experience of seeking support for more than one
condition at a time?

1

Autism 0 0 1

Cancer 0 0 0 0 0
Dementia 0 0 0 0 0
Heart and lung diseases 0 1 0 1 0
Learning disability 0 0 0 0 1
Long-term condition e.g. 0 1 1 0 0
diabetes, arthritis

Mental Health 0 0 3 0 0
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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?

Autism 3 0 0 0 0 0
Cancer 0 0 0 0 0 0
Dementia 0 0 1 0 0 0
Heart and lung diseases 1 0 2 1 0 0
Learning disability 0 0 0 1 0 0
Long-term condition e.g. diabetes, 2 1 2 0 0 0
arthritis

Mental health 3 8 2 0 0 0

Autism:

T oWaited 15 months for an Auti sm a scapeferfdnke nt as
Auti sm Assessments. o

T ONobody | istens and there is too much repeati |
was a constant fight to get my son the support he needed, unfortunately not everybody in
society is capable of doing that, meaningt hey are |l eft in a terrible

Heart and lung diseases:

7 ol had to wait a while to get my referral to
intra -Trusts. | also had to have a lot of tests repeated because the Heart and Chest
Hospital could not ac cess them electronically - this, | felt, was largely a waste of money.
There should be a way for this sort of process of ensuring that the patient's full
information is transferrable between Trusts in a timely manner like Radiology
departments candowith XRays t hrough PACS. ¢

T ol waited 2 mont hso

f olnitially | had to wait 3 months. | paid for
end. 0

T oMy first call to the doctor was positive, the

Long-term condition e.g. di abetes, arthritis

T ol was off work for 5 months whil st | was di ag
threatened with dismissal due to the time it took to eventually diagnose it. | was
becoming more and more depressed and came close to a nervous brea k d o wn . 0

0l had to access help privately as my GP would
oWithin a week following blood tests. 6
"Thumbs - trapezieoct o my . Both fast. o6

0Shoul der -dprt edognserweight as an eating disorder/addiction (sugar).”
012 mont hs sfpreocm alri stto. 6

= =8 =4 =4 9
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Mental Health:

1 "I waited 6 weeks to receive my initial assessment where | was diagnosed with CPTSD,
depression, severe anxiety - | needed intensive step 4 treatment. This would take at least
sl eep,

4 months, | was told. That felt like too long, | co

crying and shak
T oThe wai't to ac

of time to leave someone in severe mental

f 0Over two years

ul dnot
ing. | had no
tually receive
distress."
after referral

eat ,

professional

treat ment

wa s

st

came it was hurried and seemed like the assessor was jumping to conclusions. | did not
get reasonable adjustments from the person treating me and had to compla
get anywhere with them. It seemed | was pigeon -holed into what the therapist was
wanting to do rather than being assessed. A further seven months after complaint | was
assessed yet again but they didn't even use the full range of IAPTS quest ionnaires. This
doesn't give me confidence any of the primary or secondary care services nor the
professionals | met. A number of professionals gave contradictory views and once |
complained | got less help and was passed around with no real assessment. | have had
mental health problems for 40 years and as this referral has not found any, it seems

hopel ess. 0

T oLiterally years with

again. GPs are not psychiatrists nor do they have the time

referred back t
T ol waité&ddb wee
T olt took severa
T 0oTook time for

O your

I years
referral

GPs

t

0
I

7

(0]

in formally to

suggesting
to try and listen. every person
should be able to have rapid psychiatric assessment to support mental health, you literally
have to have attempted suicide to see a psychiatrist and even then, you will wait and get
GP.

get

etter

proper

t o

go

one

tre
and

Table 13: How would you describe the time you had to wait between your initial
assessment/diagnosis and receiving treatment?

Autism

Cancer

Dementia

Heart and lung diseases
Learning disability

Long-term condition e.g. diabetes,
arthritis

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

Autism 1 2
Cancer 0 0
Dementia 0 1
Heart and lung diseases 2 2
Learning disability 1 0
Long-term condition e.g. diabetes, arthritis 1 3
Mental health < 5
Autism:

T 0Cygnet sessions for parents and therapy 6sessi
Heart and lung diseases:

T 0l had to go for specialist allergy ugwyoua as |
fish-based product after you have been on bypass. This was arranged very quickly and my
Consultant at the Heart and Chest hospital was checking regularly for the results even
when she was not in her Trust. 6

T oThe treat ment went well . o

Learning Di sability

1T 0More clear ,mmppkahatuerd people. 6
Long-term condition e.g. diabetes, arthritis

1 0Oper atemavedbone-pain relief. o

Mental Health:

f oMind (organisation) has helped me a | ot .o
1 OThird sector support, but the CCG has cutgrantfundi ng by 20% | ocally in
f 0l ndividual support. oo

What could be improved?

Autism:
1T 0OEverything is treated in isolati onaobcgncedni f f er ¢
impacted upon another , therefore treating all symptoms and conditions togethe r would
have been more successful and cost effective t

Heart and lung diseases:

1T o0Pace of appointment making, you seem to be | e
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Learning Disability :
I OMore clear explanations, mor e f ocused people. 0
Mental Health:

T o0Cr i si snpatieatrervironment and setting and safety on wards. More senior staff
with more experience. 0

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

Autism 2 1
Cancer 0 0
Dementia 0 1
Heart and lung diseases 4 0
Learning disability 1 0
Long-term condition e.g. diabetes, arthritis 3 2
Mental health 4 3

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

Autism 1 1 0 0 0 0
Cancer 0 0 0 0 0 0
Dementia 0 0 0 0 0 0
Heart and lung diseases 1 0 1 2 0 0
Learning disability 0 0 1 0 0 0
Long-term condition e.g. diabetes, arthritis 0 2 0 1 0 0
Mental health 1 1 1 1 0 0
Autism:
T ol waited 15 months. o
T ol think it was approximately nine months to o

Heart and lung diseases:

T OoNo more than six weeks. 6
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91 ol have waited 2 months for an appointment and | am still waiting. 6
1 0Once | had mydiagnosis it has been quite quick - my GP has helped with this. 6
I o0OAbout 3-4 months.6

Learning Disability :

T O0Not vedbdby | ong
Long-term condition e.g. diabetes, arthritis

T OFrom r ef eratiom } couple of mgnths dqui ck. 6
Mental Health:

T o0l waictoauplae of days. o

T 0Consultant psychiatrist of 11 years hlast just
because of Trust shortages in Neston and Ellesmere Port . Approximately 600 people now
without a consultant. o

1T 0Because of poor ment aan xhieeatlyt hwotrhsee .wbai t made

Table 17: If you needed it, how easy did you find it to access ongoing support after you were
diagnosed or assessed?

Autism 0 0 0 0 2 0 1
Cancer 0 0 0 0 0 0 0
Dementia 0 0 0 0 1 0 0
Heart and lung diseases 0 0 1 0 1 1 1
Learning disability 1 0 0 0 0 0 0
Long-term condition e.g. 1 1 2 0 1 0 0
diabetes, arthritis

Mental health 1 0 2 1 4 0 0

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

3 0

Autism 0

Cancer 0 0 0
Dementia 0 1 0
Heart and lung diseases 1 1 0
Learning disability 0 0 0
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Long-term condition e.g. diabetes, arthritis 1 1 3
Mental health 1 5 2
Autism:

T ONo support otbemmedsasosnednéor adults with Auti
1T 0Services wanted to get rid of the problem by |
than keeping him with his family, due to his behaviours. Please be aware services had no
concerns with our family setting or treatment of our son but yet we still had to fight to
keep him at home. Cost was constantly mention

Heart and lung diseases:

T ol have had no car e. [ was tol d | had been ref
for an appointment. o

Learning Dis ability:
T 0oThe care did meet my needs. But more communi c

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

T 60l received no care from my GP. 6
T 0Bl ood tests and treatment for my autoi mmune <c
1 o0Hand pyheasywmaccess,ongoi ng i f | thought | needed. ¢

Mental Health:

T "I asked to see a psychiatrist and was told &6n

T ol was just gi veeprde sfsfaenrtesnt whaincthh di dnot hel p.
times to the GP aboutthe waitandwas j ust tol d itds because the |

1T oDel ays and di smi ssive attitudes. Superior
practitioners. One <crisis team member sai d |
mentioned them, she told me | had bad memories b u t di dnot actually
experiences. Two years later | was told yes they were flashbacks and | had PTSD ...this,
from the same ment al health department. ¢

f 0Poor quality counselling without ever having
poor . o0

1T 0Quker response and out of hours helpline, i.ce

T 0The CQC&ds concerns on safety within mental he

f 0Poor returning of phone calls when help reque

Table 19: During your whole experience of getting supp ort did you receive timel y and
consistent communication from all of the services that you came into contact with?

3 0

Autism 0
Cancer 0 0 0
Dementia 0 1 0
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Heart and lung diseases 0 1 2

Learning disability 1 0 0

Long-term condition e.g. diabetes, arthritis 2 3 0

Mental health 1 5 2
Autism

f 0No contact as no support commi ssioned. 0
T ol nformation wasndt passed between services th

constant explaining to be done by the family.o
Heart and Lung Diseases
T 61l have had n odocweor @ Hd g int alheappoi nt ment . 6
1 0OAppointments can be given out and cancell ed i
di sagree. 0
T 0Someti mes a call or message expected didn't a
Learning Disabili ty
T 0The care did meet my needs, but better soci al

Long-term condition e.g. diabetes, arthritis

T 0Having further bloods tests and variety of ti
of only one option. 6
1 0 St e p sreférmaltoroperationto after -car e met al | expectations |

Mental Health

f 6l was not told by anyone that | <could be asse
I found | sourced mysel f. I had to pay to sece
psychotherapy, which is good, the therapist i
i ssues and | have the constant threat of it be

f oUnless | was in crisis, I had no acceust t o h

find a role for them, so | was left with severe symptoms for two years. | have no confidence
in the IAPT services to actually assess patient need. After | formally raised matters once
I was back with psychology professionals... their qualifications  were always something
they were vague about when | asked... | felt | was being directed to other areas because |
complained. | use the term professional loosely...I found this conduct unprofessional and
it amounted to hostility.o
T 0l would | ilkd uatprompeamdew care plan that is hc
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Time spent travelling to access support and care

Table 20: What is your main means of transport?

Autism 0 0 0 0

Cancer 0 0 0 0 0 0 0
Dementia 0 0 1 0 0 0 0
Heart and lung diseases 3 1 0 0 0 0 0
Learning disability 0 1 0 0 0 0 0
Long-term condition e.g. 3 2 0 0 0 0 0
diabetes, arthritis

Mental health 6 0 2 0 0 0 0

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

Autism 0 2
Cancer 0 0 0 0
Dementia 1 0 0 0
Heart and lung diseases 1 1 2 0
Learning disability 0 0 1 0
Long-term condition e.g. diabetes, 0 2 2 1
arthritis

Mental health 2 3 3 0

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

Autism
Cancer 0 0 0 0
Dementia 1 0 0 0
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Heart and lung diseases 0 1 8 0
Learning disability 0 0 1 0
Long-term condition e.g. 0 1 1 2

diabetes, arthritis

Mental health 3 3 2 0

Your expectations at each stage of your care

Table 23: What is most important to you when first seeking help?

Autism 0

Cancer 0 0 0
Dementia 0 0 0
Heart and lung diseases 0 4 0
Learning disability 1 0 0
Long-term condition e.g. 3 1 0
diabetes, arthritis

Mental health 3 5 0

Table 24: What is most important to you  when you first received a diagnosis and explanation
of treatment or support  options ?

Autism 0

Cancer 0 0 0
Dementia 0 0 0
Heart and lung diseases 0 4 0
Learning disability 1 0 0
Long-term condition e.g. = 1 0
diabetes, arthritis

Mental health 3 5 0

What would you do? 119




NHS Long Term Plan Engagement Programme healthwatch

Table 25: What is most important to you d  uring your initial treatment or support ~ ?

Autism 0

Cancer 0 0 0
Dementia 0 0 0
Heart and lung diseases 0 4 0
Learning disability 1 0 0
Long-term condition e.g. 2 2 0
diabetes, arthritis

Mental health 2 5 0

Table 26: What is most important to youd  uring your long term support ?

Autism 1 0 1
Cancer 0 0 0
Dementia 1 0 0
Heart and lung diseases 1 8 0
Learning disability 1 0 0
Long-term condition e.g. 1 2 1
diabetes, arthritis

Mental health 5 3 0

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?

Autism

Cancer 0 0 0 0
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Dementia 1 0 0 0

Heart and lung diseases 1 3 0 0

Learning disability 1 0 0 0

Long-term condition e.g. diabetes, arthritis 1 3 1 0

Mental health 4 3 0 1
Autism

T 0At 72 with a diagnosis of Autism at 70, hel p
T 0Be there when a problem has been identified a

Heart and Lung Diseases

T 60To explain if there is any treatment for pul
everyday Ilife living with it. ¢
1T 0Make sure-¢dhey basécess to GP and following on

Learning Disability
T 0Set upfpmemdrnréhy eating courses. o

Long-term condition e.g. diabetes, arthritis

T oMore varied blood tests and not j ust the | ir
medi cations i f needed. 6
1T 0ORecognise that l ong term mor bi-dotalazy deckless i s a

Il i festyle. o
1T 0Speed up. o6

Mental Health

1 "Be honest from the beginning about what options are and talk through those options. If

| dm seeing a different GP at | east read throug
why 1 d6m there. o
T 0Not r wsgh m&e me feel | ike I 6dm wasting their t
T 0Give me the money | woul d be all owed in NHS t
T oLet me get a qui ck, accurate diagnosis and s

|l abel s to avoidpagti ving me extra sup
1 "A thorough reform of professional standards. Better access through reasonable
adjustments training to ensure that patients who complain are assured of fully
professional conduct and treatment. In all honesty, | would say the culture among a
majorty of Ohealth professi onal ghére heeds besanhbreugh h e al t

grass roots change. Mere training won't be eno
T 0l was | aughed at, demeaned and subjected to h
I complained. | think the whole service here needs replacing”
f 0Discounted Brio |eisure fitness & alternative
T oMore staff are urgently needed in adult ment:

too much strain on both professionals and service users. Lack of staff is a definite barrier
to both accessing care/treatments and continulil
f 0More investment in the third sector and perso
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Further comments

Long-term condition e.g. diabetes, arth  ritis
T OMore suppor2tl' grrowcmau,nskl l ing and medi cal i nter
Mental Health

1T 0Access support for my ment al healt h. I can ne
get any continuity of care from the GP. The IAPT stepped care i s a joke. | was made to
wait 16 months for the most intensive treatment step 4, | was never offered any help in
the meantime. | asked numerous times for help, | had to keep returning letters to say |
wanted to stay on the | i st rmed Ifwould bel ierdoned t rep
i mmedi at el y. No | eeway or excuses. You canodt t
you do need the lists to be brought down."

f oParity of esteem is a nice to have but not a
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In focus: what is important to the parents and
carers of families with autism about health
and care service s?

As part of our research activity, Healthwatch Cheshire West
conducted a focus group with parents and carers of children
with autism to gain insight into their experiences of
accessing health and social care services. The focus group
=3 was hosted by ChAPS (Cheshire Autism Practical Support)
and was held at the New Creation Centre in Ellesmere Port
on the 2" May 2019. 10 people were in attendance.

Experi ences of Health Care services

We asked the group to think about their experiences of
health care services in terms of positive and negative
experiences as well as any other neutral comments. The
group talked about a number of different health services
that they have accessed including GPs, hospitals and dental services. A number of GPs were cited
as providing a positive experience with excellent paediatric support and good listening skills when
engagingwith the parent and child ; making adjustments to make sure that the child is heard. Both
Boughton Clinic and Neston Surgery were mentioned as providing positive experiences ; well
listened to and quickly referred.

A number of different departments at the Countess of Chester Hospital were also mentioned as

provi ding good support and communication. Awarenes:
at the Ophthalmology Clinic a quiet room was provided and the staff were very helpful in making

them feel comfortable. The Paediatric team were quick and thorough  with their diagnosis.

However, in reference to negative experiences the group were more focused on much broader
issues, such as length of time waiting for a diagnosis, training issues and a lack of service provision.
A number of the group felt frustrated with how long they were having to wait to get a formal

diagnosis. In terms of the service provided by CAMHS two of the group mentioned that they felt
communication and understanding was lacking. One parent said;

0l was referred to CAWKSR Thepnteldimeshe wab akuiagdhihatehere was
nothing wrong and that | should go to a parent group
instead. 6 Her daughter | ater r eq

di agn

Again, in reference to misdiagnosis, but in relation to when
her child received the 2 -year check by her Health Visitor a —
parent commented that; s
1
7.

OAt the 2 -year check at clinic we were accused of being bad
parents and having the wrong toys for our child [to help
them develop], i nstead of i nvesti (
build blocksod.

The group also discussedthe importance of training and how

a better understanding of autism across services would have
been helpful. The group talked about more training and
support for them as parents, particularly around speech and
language d one parent talked abou t being made to feel like
it was their fault t hat t he
Another mentioned their experience with a dental service;
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0The dentist didndt wunderstand that you candt get
ful meals. Needs mor e training.o

What s di fferent about accessing services when yo

We then asked the group to reflect on how it is different accessing health services when you have
a child with autism. One of the key issues that arose during the discussion related to
communication, in terms of how the practitioner communicates but also how difficult it is for the
child to communicate their needs. One parent stated,

OPractitioners donodt necessarily as k cendittoonsg h gu
requrement s bef or e c¢ o mme amithatdor therpatiertt metnited abi | ity to
pain/iliness is difficult .6

The group felt there was a lack of tactfulness in communicating by some practitioners. NHS111

was mentioned by two of the group who felt that the y were 6 r eadi ng fr phbotha scr
mentioned that NHS111 had sent out an ambulance when it was not required as they were not

listening to them properly.

In terms of GP surgeries there was a general discussion around who they communicate with at the
GP sugery when trying to get an appointment (i.e. receptionist or triage nurse) and whether they
have a good understanding of autism. One parent stated;

OWhen ringing the doctors, itds trying to get pac
you are ringing if you say your child is not great .6

OMchild has anxiety and OCD, but it is impossible
When accessing services, it is felt t hat there |

necessarily take into account specific conditions such as autism. One parent talked about their
experience at the Countess of Chester Hospital when her child was due to have a tooth extraction.
Better training would have made this more straightforward, particularly if there had been a better
plan on how to support the child through this procedure.

What matters to you?

We asked the group to think about what matters the most to them in terms of support for accessing
services. A number of themes arose throughout this discussion primarily relating to diagnosis,
funding, support and training.

A number of the group talked about the length of time it takes to get a  diagnosis as it was felt
that early treatment would give their child the best start in life and would also help their child to
get more support in the school setting.

In terms of funding, there was a frustration with the lack of funding for mental health services
but also a lack of funding to provide community support. It was felt that there was little funded
support provided (and if it was provided it did not take into account work commitments), and that
support provision was reliant upon the voluntary sector. This led into a discussion about the
location of community support , how it was lacking in rural areas and was not flexible in terms of
timing and locations. All of the group felt that there should be more support groups for parents
and carers as following diagnosis they can feel quite isolated.

Training of all staff was also seen as very important to the group, ensuring that a Il settings were
autism aware to enable a smoother use of the service.
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How would you like to be involved in future service developments?

We asked the group to think about how they would like to be involved in any future service
developments with particu lar reference to autism. The groups felt that it was important that there
was a co-production approach, that they should be involved in the design and implementation of
services, including trialling them and being consulted on location and timings of suppo rt services.

More generally, being informed as services progress and change, communication is key.
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The borough of Halton consists of the towns of Runcorn and Widnes and the civil parishes of Hale,
Daresbury, Moore, Preston Brook, Halebank and Sandymoor. It covers just over 30 square miles.
Over 127,000 people live in Halton. The borough straddles the Ri ver Mersey.

healthwatch

The health of people in Halton is generally worse than the national average in England. Halton is
one of the 20% most deprived district or unitary authorities in England and about 26% (6,400) of
children live in low income families. Life expec tancy for both men and women is lower than the
national average in England.

Life expectancy is 12.7 years lower for men and 9.3 years lower for women in the most deprived
areas of Halton than in the least deprived areas. 3

In Halton, we received 259 survey responses, consisting of 206 general surveys and 53 specific
condition surveys. There were also 32 attendees across two specific focus group events.

A

If Halton was a village of 'a
just 100 people...

Children are
overweight or
obese by year 6

5-16 year olds
Adults suffer have a will die

from depression MH disorder from cancer

Adults are over-
weight or obese

Will die from
heart disease

People take less
than 30 mins
exercise a week

Adults under
40 have Type
2 diabetes

Is the average
age that men
will live to

people are
living with a long
term condition

Is the average
age that women
will live to

People are
over 75

Statistics from PHE are far/the Halton Local Authority aréa, pop: 126,000

3 Source: Public Health England - Local Authority Health Profiles  (https:/fingertips.phe.org.uk/profile/health -profiles)
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Summary of Findings:

What matters most to people in Halton?

1 When people were asked to consider what was most important to help them to lead a
healthy life, the predominant factor was having access to the help and treatment they
need when they want it , accounting for 70% of responses. Respondents primarily focused
on factors relating to exercise and diet , as well as information on lifestyle improvements
Easier access to GP appointments, longer appointments and improvements to the GP
phone systems were also considered to be important .

1 The ability to be able to stay in their own home for as long as it was safe to do so was
considered the most important factor in retaining independence as people get older. Home
support and community support , assistance from nursing and care staff to stay in their
own home, alterations to homes and being in their own home and community were all
emerging themes when respondents.

I The most important factor in managing and choosing support and treatment was that
choosing the right treatment was a joint decision between the individual and the relevant
healthcare professional. Timely communications were also deemed as very important.

I Funding and investment were dominant themes in managing support. Respondents also
mentioned information, advice and communication . Many respondents also took the time
to praise NHS staff.

1 When interacting with the NHS a small majority of respondents felt that being able to talk
to their doctor or health professional wherever they are was most important. This was
closely followed by respondents having absolute confidence that their personal data is
managed well and kept secure .

1 People felt that technology and online services should be more user friendly and personal
and health information should be shared among all health -based services.

1 People with Cancer were largely positive about the care and support the y have received,
both in speed and quality. They did though believe there needs to be greater capacity in
Halton in terms of more GPs and specialist services provided locally rather than having
to travel for treatment.

1 Respondents with Mental Health condit ions found waiting times to access support and the
information and support provided to be unsatisfactory.

I Those with Long Term Conditions such as diabetes or arthritis also found waiting times to
be slow, but were more positive about the quality of the act ual support they received.
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Survey results

The following sections now break down the results of the 259 responsesacross Halton to the

surveys designed by Healthwatch England. The first sections use the 206 responses to the general

P eopl e d s exgedences ol ealth and care servicesd s ur vey, before breaki
survey responses from people discussing support for specific conditions.

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

9 Living a healthy life

1 Keepingindependence and staying healthy in later life
1 Managing and choosing support and treatment

1 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, peopl e wer e asked to rate each of t he

i mportantd to Onot i mportant at all dé. Therefore,
i mportantd. Finally, respondents were then asked
be improved in these areas.

What is important to people about health and care

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 itis wanted was deemed to be most important by people responding to
the survey. 196 people responded to this question.

Chart 1: What is the most important to you to help you to lead a healthy life?

90
81

[e]
o

~
o

(2]
o

50

a1
o

N
o

32
25

Number of people
w
o

N
o

8

Access to the help Easy access to the For every Professionals that The knowledge to
and treatment |  information | need interaction with  listen to me when | help me do what |
need when | want to help me make  health and care speak to them can to prevent ill
it decisions about my services to count; about my concerns health
health and care  my time is valued

[EnY
o

o
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However, when asked to rate on a scale of very important to not important at all, all other options
Table 1 below shows. Up to 192 people
responded to this question, though not everyone responded to each option:

were considered either very important or important as the

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

life

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

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

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

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

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

171

145

144

134

13

35

44

46

3 0 0
10 0 0
4 0 0
< 0 0

We also asked respondents to thing about one more thing that would help them to lead a healthy
life. This was a free text question and so answers were collated into themes and summarised

below:

Help to be healthy

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

, with some

suggesting these should be made more easily accessible and cheaper. People also mentioned about
transport and community opportunities:

T ol feel t here i s

T oCommunity

What would you do?

gym access

on

ons.

[ i mi t &al Chothenefore & cantre where serndcesp ar t a k
such as this, yoga, healthy eating café etc are all provided in a large central location being
mindful of public t r ansport .

f ol nformati on

0

|l ifestyle regarding diet
expert for appropriate services both for currently healthy people and people with long
term condi ti

)

a n do pfproeret ucnoi ntmuensi.t oy

and e
exerc
130
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Access to GP appointments

The accessibility of GP appointments was also significant to respondents:

T 0More out of hours GPs for worukpisngd peopl e and
T 0More time to discuss problems ebhyé getting mor e
T oQuicker access I f there was an online service
1T 0There needs to be i mprovements to the phone s
to get appointments to see anyone at my practice recently. | had a painful heel, following
a hip operation. Ringing for an appointment only to have a recorded message say 'you are
numberfive i n t he queue' is not progress. o
T ol " m sure the GP surgeries should definitely |
practices, making them larger but further away from people. 6
T oMy | ocal counci |l stadium gym to be open mor

restricted opening times, it is a deprived area and needs support from  NHScouncil to
keep it going. o6

Person-centred

The ability of professionals to listen to their patien ts and treat them as individuals was also very
important to people:

1 0 J o i-uperehtments - being treated as a whole person, you are always treated as though
you only have onet hi ng wr ong with you. 6
1 o0 De v el sogual carg systems which encourage independence for as long as possible but
if illness does begin, to inhibit independence a system which is able to provide the right
support in a timely manner at | ittle or no cos
T o0Maybe an NHS thiogs,supeort you and doramyunity. Especially if sugge sted
by a physiotherapist/health nurse or even doctors when talking about health and lifestyle.
It would probably impact the nation let alone the borough alone. | know there's Halton
leisure card but not everyone is able to get one, only particular circums  tances and working
isn'"t one. 6
T oMent al health support for families |living wit

Health Education for self help

Respondents also told us that information should be more readily accessible regarding any self -
help and educational health information with support services available and earlier interventions
for people:

T 0l want appr ophealth pradssjonats toasuppod ohe to manage my health,
staff with experience in delivering care. o

1 "Health Education is vital through our life, from school to care home. Everybody should
understand what is needed for our health and wellbeing, especially at a young age."

1T 0Being abl e t o g etadvieeafor hny health tsses,veq.nGP iappaintment
or access to other healthcare professionals. o

Keeping independence and staying healthy in later life
We asked people to tell us about what they feel is important about keeping independence and

staying healthy in later life ; being able to stay in their own home for as long as possible was by
far the most imp ortant factor (see Chart 2). 196 people responded to this question.
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Chart2: What 6s most i mportant to you to help you to ke
as you get older?

140 124
120
)
2 100
o
)
2 80
o
@ 60
Qo
g 40
< 22 17 15 17
1
, 1 . m =
| want my family | want my | want my family | want my family | want there to | want to be able
and friends to community to be and friendsto  and me to feel  be convenient to stay in my
have the able to support have the supported at the ways for me to own home for as
knowledge to me to live my knowledge to end of life travel to health long as it is safe
help and support  life the way |  help and support and care services to do so
me when needed want me when needed when | need to

In Table 2 when asked to rate this however, although being able to live independently in their
own home was rated as the most important, all of the other statements identified were also rated
as very important or important. In particular having a community who are a ble to support them
to live their life the way they want to was deemed as very important, second to being able to stay

in their own home for as long as possible. Up to 196 people responded to this question, though not
everyone responded to each option.

Table 2: Rate how important the following things are to you when it comes to keeping your
independence and ageing healthily:

| want to be able to stay in
my own home for as long
as it is safe to do so

| want my community to be 159 il 5 0 0
able to support me to live
my life the way | want

| want there to be 127 60 8 1 0
convenient ways for me to

travel to health and care

services when | need to

| want my family and me 109 65 19 1 0
to feel supported at the
end of life
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| want my family and 104 50 4 1 0
friends to have the

knowledge, to help and

support me when needed

We also asked respondents to think about one more thing that would help to retain their
independence and live healthily for as long as possible. Again, this was a free text questions so
answers were collated into themes and summarised below:

Home Support

The most prevalent theme with regards to what people feel would help them to live independently
was related to support to stay at home and also provision of quality housing:

T 0Better availability of things to allow indepe

f o0Being in my own home and community. o6

T 0Assistance from nursing/care staff in my own

T 0Accegsotond fl oor housing. 6

T 0To be confident in knowing that if | wished 't
and appropriate |l evel of care. o6

T 0This would include the provision of a free 'L

T ol f Il " m staying at h o nreating any lbeg blocking scénaria, 3 @&m not
therefore saving the NHS money. ¢

T ol f | am of such an old age that | require " Li
the NHS?

T 0Staying at home is my <choice, but I lol elyt it [

people would select. o

Financial Support/Funding

A number of respondents felt that more financial security and funding was the most important
element when it came to leading a long and healthy life.

T oClarity of funding systems for care. 6
1 o1 wrobldly be able fund routine help at home but many people will find the funding
available is insufficient to provide adequate home care.

f 0To have cheaper home care help. 6
T OFully funded care services. o
Prevention

A preventative approach to healthcare and a more holistic offer was also seen as important:

f 0Staying active. o0

f oThat | don't get dementia of any type. o

T OWork sheets sentetowtl delren opeécedlpe wg t h di et anc
T 0Change in lifestyle. o

f 0Staying fit and connected with community. 6

Community Support

A number of respondents commented on the need for community support to enable them to stay
healthy as they get older:
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T 0Access to soci al activities that keep me invo
in touch with people r egul arl y. 0o

f 0l mproved community care services. o

T 0l ncrease community support service.?o

T OFrailty is a really important consideration f
for falls. Routine assessment and access to strength and balance series should be put into
place.6

f 0To have access to exercise and well being sess

Managing and choosing support and treatment

Chart 3 shows that people we spoke to in Halton 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. 200 people responded to this question.

Chart 3: Whatds most i mportant to you to be abl e t
100
90
90
80
]
= 70
3
S 60
S 50
é 40
28
2 30 24
20 17 16
9 10
. ] I ]
Choosing the Communications | have time to | make the | make the | should be If  have along My opinion on
right treatment  are timely consider my  decision about decision about offered care and term condition | what is best for
is a joint options and when | will  where [ will go supportin other decide how the  me, counts
decision make the receive health to receive health areas if my local  NHS spends
between me and choices that are and care supportand care support area can’tsee  money on me
the relevant right for me me in a timely
health and care way

professional

When asked to select how important different factors were on a scale of very important to not
important at all, people also deemed making the decision about where they go to receive health
and care support and timely communications as very important. It mu st be noted that all options
offered to people were overwhelmingly considered to be very important or important in their
responses. This is detailed in table 3 below, in order of the options that most people classed as
being very important. 201 people responded to this question, though not everyone responded to
each option.
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Table 3: Rate how important the following things are to you when it comes to managing and
choosing the support you need

Communications are timely

My opinion on what is best for me, 107 66 18 5 1
counts.

| have time to consider my options 106 79 i} 0 1
and make the choices that are right
for me

| should be offered care and support 104 75 18 4 0
in other areasif my | oc al a
see me in a timely way

| make the decision about where | 102 76 19 3 1
will go to receive health and care
support

I make the decision about when | will 88 69 g5 4 2
receive health and care support

If | have a long-term condition, | 69 68 47 8 1
decide how the NHS spends money on
me

Choosing the right treatment is a 69 68 47 8 1
joint decision between me and the
relevant healthcare professional

We also asked respondents to tell us one more thing that would help them to manage and choose
how the NHS supports them. Answers have been collated and categorised under emerging themes.

Funding for local services

Respondents told us that they would like to see more budget shares between the NHS and local
authorities. Others me ntioned about more funding going into extra staff and effective online
services. This also linked into comments that called for better treatment planning and public
treatment spending. For example:

T 0Sharing of budgets bet we tes fotcareat hideSorianspitel o c a |
or in hospital when recovering from an operation or illness should make better use of
resources. The Government has reduced local authority grants more than those of the
NHS. Poorer councils cannot raise enough from Council Tax to adequately fund social
care. o
T oExtra funding prioritised for more staff av
systems. o0
1 "If lamtold that nothing can be done for alife  -threatening condition, then the NHS should
fund an alternative treatment (I  paid £4900 for a therapy which resolved a problem the
NHS couldn't fix. It worked but I'm now impoverished)."”
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Staff

Along with investment, it was recognised that funding challenges and demand for services was
putting the NHS and patrticularly its staff un der strain, which affected the staff service with
patients. We received praise from various people regarding NHS staff, while others were asking
for more staff consistency and staff training. For example:

T 0They al ways give ti me a stiors hnd ask maif I'h bappy with t o a-
the advice they have given me. o0

T O0At the moment, i f [ have a District Nurse aprtg
least six different people over the month. These District Nurses 'travel  -in' from other areas
inorder to provide cover. o

f oMany more trained staff to b eointménltseandtdelaysrired uc e

receiving treatment. Better and quicker one to
T oThat | feel |l i stened to when seein@veffermds ul t an

with long term health condition and subsequent injuries - my latest consultant made me

feel not | istened to and kind of fobbed me off

1 "Consistency of nursing/doctors. By this | mean having the same District Nurse visiting me
for my treatment each week. Having the same nurse/doctor would provide compassion
and abetterall -r ound r el ationship feeling, with bette

Appointments, Communication and Signposting

In regard to staff, a common theme people highlighted was the need for b etter communication
both within the NHS and when talking to patients and signposting them. People told us that they
would like their GP to have more time available to them in order to speak to their patient, so they
are not categorised into a one size fits all. There was also a feeling that more information should

be provided to increase peopleds awareness of w t
Comments included:

f 0Having more time in conversation with GP or r

T OoManaxgyg appointments and care with online servi

T 0Carers need to be fully included and consi der
associated with NHS support. o

T oCl ear | e trmaton sleaflets m@arfd owritten communication of appointment

outcomes. 0
1T 0Be able to choose where to have treatment or
anot her specialist centre in another region or
T 0l would I|Iike if someone would explain test r
don't t hink they should only call if there is a problem with the results. Should discuss them
with you. o
9 oFor GPs to let patients know about healthcare choices available not to just refer to the
nearest hospital patient choice .6
T oMore informatiomemncpapeef éopamhe to everythin
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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.

People in Halton told us that being able to talk to their doctor or other healt  h professional and
having absolute confidence that their personal data is managed well and kept secure, were both
deemed as the most important when interacting with the NHS (see Chart 4 below). 194 people
responded to this question.

Chart 4: What is most i mportant to you when interacting with the NHS?

100
® 90
= 80
S 70
g 60 56 53
S 50
3 40 27 32
E 30 15
e L
1 — ]
Anyresults lamableto |canaccess |canmake |cantalkto | have | manage my
are talk to other services using appointments my doctor or absolute  own personal
communicated people who my phone or online and my other health  confidence records so
to me quickly are computer options are care that my that | can
making best experiencing not limited professional personal data receive
use of similar wherever | am is managed continuity in
technology challenges to well and kept care
me to help me secure
feel better

When asked to select how important different factors were on a scale of very important to not
important at all (Table 4), people said that the most highly rated factor was having confidence
that their personal data is managed well and secure, followed by results being communicated
quickly making the best use of technology. However, all factors were deemed to respondents as
being important or very important. Up to 201 people responded to this question, though no t all
responded to each option.

Table 4: Rate how important the following things are to you when it comes to keeping your
independence and ageing healthily

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

Any results are communicated to me 133 45 16 4 1
quickly making best use of
technology
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| can make appointments online and 115 51 21 8 5
my options are not limited

| can talk to my doctor or other 111 73 13 3 1
health care professional wherever |

am

| can access services using my phone 107 56 30 4 1

or computer

I manage my own personal records so 90 59 38 6 8
that | can receive continuity in care

| am able to talk to other people who 69 64 54 7 6
are experiencing similar challenges
to me to help me feel better

Respondents were then asked to think about one more thing that needs to change to help them to
successfully manage health and care. These answers have been categorised under emerging
themes.

Technology

A number of people talked about not only the continued use of technology for a more accessible
service, but also an awareness that not everybody is able to use technology:

91 o[l wish] t hat the online access servicewasmoreuser friendly. 6
T 0Personal records/ health infor mabasedservisesthat | d b e
you are accessing.©o
T 0Being able to access more services online. 6
T 0l am dyslexic so could not manage my oOoOwnh T €CcC (
use a computer. 6
f 60To have a health care app with interactive ad
T ol feel for the older generation(s) who did n
totally down the road of wusing technology to d
that leave those who do not use the technology? It is the way ahead for the future, but
for now it should be a gentle introduction. ¢
Communication
Communication was also an emerging theme amongst respondents and in particular, how they are
communicated to:
1 0 B et ¢communication. Keep website up to date. Consistency in care and services from
all staff. o
T 0Contact details are easy to find. 6
f 0Ensure all communication platforms have ease
complicated. 0
f 0Support | can pHdoneefbetweén appdoant ments. o6
f 0More human contact. 6
T 0To i mprove the ability for healthcare profess

in a timely and clear way. It often feels like messages are rushed or just not given because
of pressures on individual s t i me. ¢
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GP Appointments

GP appointments were also mentioned by respondents, and for a number of reasons, including
accessibility, i.e. ease of making an appointment, to quality of appointment; including how much
time people get to spend with their GP:

T 0Ti mely access to appointments. o

T 0Access t o my -liBRerviceiFdxtremelyfimpartant to me. He knows me well
and also my family and circumstances within this family which may help at some time
with the decisions made about my healthandwellb ei ng. 6

T 0GPs are afforded time to deal with thei
T oUnderstanding that | never ask for an
effort... making an appointment when you are exhausted and/or in pain... and no | can't
phone at 8.30amiflve been wup all night unable to sl

T OoFoll ow wup appoi nt me nrinaion wsb tl ltan Wty i take & n and
understand. ¢

ropati
appoi

eep.
nf o

1T 0Better access to doctorsd®6 appointments to sui
phone hoping to save appointmentswhic h put s me of f . 0

T oLength of appoint ment with medical practitio
patient, giving time for questions, worries or concerns and being able to receive
information, without feelingtime -bound. 6

Information provision
A number of people mentioned the importance of information and training:

T ol would |Iike to see clear instructions and ed
appointment systems. These should be appropriate to the people involved, as not all
peoplehaveaphone/ computer or are | T literate. ¢

T 0Knowl edge of available services and groups. 0

T oHealth education sessions. 0

T 0Quality treatment and more information given.

What people expect during service change and transformation

A number of people feel frustrated at the system but also reflect upon funding and ongoing issues

facing the NHS:

T 0l would |Iike to see GP Practices providing s
Access, appointment systems and care navigation and other services provided at the
pract i ces . 0
T 0Stop the insidious privatisati aheNelS safei 6es
1T 0The decision on the best way forward with m
between myself and the health care professional and it is a joint decision anda  n informed
choice. o
T 0oTransport i s, gettingiosthteeRbygpal mei verpool I's hard
T oThere is an assumption that the family wil!/| b
| have no blood relative within 200 miles and do not want to bother  them except when it
i s necessary. o6
T 0Medi cal proooflisteniegdo salreal |y bad. That's how | €
1 o Ti -wasting: | work from home and have a heavy workload. | also have to get a lift as
" m often too ill to drive. o
1 0 know the NHS is underfunded and understaffed so | feel bad about commenting on the
amount of time spent waiting to see a specialist | have an appointment with. 6
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T oLast wetad appointmants; one early afternoon, one late afternoon but at
different hospitals... After nearly two hours | had to leave without being seen in order
to get to the next appointment. o6
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P e o p lexérisences of NHSsupport for specific

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 53 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

Autism 4
Cancer 16
Dementia 4
Heart and lung diseases 9
Learning disability 0
Long-term condition e.g. diabetes, arthritis 11
Mental Health 9

Table 6: Who are you responding on behalf  of?

Autism 1 3
Cancer 14 2
Dementia 0 4
Heart and lung diseases 5 4
Learning disability n/a n/a
Long-term condition e.g. diabetes, arthritis 11 0
Mental Health 5 4

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

Autism 2 2
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Cancer 6 9
Dementia 1 €
Heart and lung diseases 5 4
Learning disability n/a n/a
Long-term condition e.g. diabetes, arthritis 4 7
Mental Health 3 5

Your experience of getting help  and support

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

Autism 4 0
Cancer 11 0 4
Dementia 0 2 2
Heart and lung diseases 4 3 2
Learning disability n/a n/a n/a
Long-term condition e.g. diabetes, arthritis 6 2 3
Mental Health 2 4 3

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

Autism 0 0 0 4 0
Cancer 9 4 2 1 0 0
Dementia 0 0 3 1 0 0
Heart and lung 2 2 2 1 2 0
diseases

Long-term = 4 2 1 1 0
condition e.g.

diabetes, arthritis

Mental Health 0 2 3 1 2 1
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Table 10: Do you have any other/additional conditions including long term conditions or
disabilities?

Autism 2 2
Cancer 9 7
Dementia 2 1
Heart and lung diseases 6 3
Long-term condition e.g. diabetes, arthritis 9 2
Mental Health 5 6

Table 11: If so, how would you describe the experience of seeking support for more than one
condition at a time?

Autism 0 1 1 0
Cancer 1 4 1 0
Dementia 0 2 0 0
Heart and lung diseases 0 1 5 0
Long-term condition e.g. diabetes, 0 6 1 2
arthritis

Mental Health 0 2 1 0

The health and care support you received after initially seeking help

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

0

Autism 4 0 0 0 0
Cancer 0 1 3 8 4 0
Dementia 0 3 1 0 0 0
Heart and lung 3 3 1 2 0 0

diseases
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Long-term 3 2 2 2 1 1

condition e.g.

diabetes, arthritis

Mental Health 2 2 3 1 0 0
Autism:

T oIlt took 18 months to be referred by a school

and disputed my concerns. | visited GP surgery eight times. After GP sent a letter to wood
view direct, it then took 12 months until family feedback. And even then, we were given
a diagnosis of Social Communication Disorder. We have since had no contact or referred
to support for any condition. ¢

1 012 meandhscase notes were ' l ost' and still wa
f 0Over 13 months and still waiting. 6
Cancer:
T ol mmedi ate Help. 6
T oIl was completely satisfied. 6
T 0Took a |l ong time between scans prior to for ma
T 00nce symptoms became mor e-3olweiexss makEadh stage
T 0l was diagnosed in January, finished my treat
T oWithin NIiCEesgua de
Dementia:
T 0Two months. o
T ol think about six months might have been | ong
Heart and Lung diseases:
T olt involved a telephone consultation, which
face-to-f ace? 6
T 0More than the wait i ngnsultantseho ondy lobklatesymiptanssionlyf r om ¢
in their field of expertise. All doctors undertake the same training and deals with the
human body so why can they not look outside the box and recognise that if a patient tells
them they are having appointmentsin di f f erent <clinics all sympto
T 0From registering with urgent <car e, descri binc
transferred to hospital coronary care unit. o
T 0Al though the patient i s supposed toorlbssasbegi n
soon as a proper diagnosis is given this woefully falls below expectation. Even when an
initial Social Services Plan was supposed to be in place and meeting needs, prior to hospital
admission and the diagnosis of two further life changing condit ions, Mum is still waiting
for a comprehensive holistic approachtoherlong -t er m management and car
T olt takes a month to get an appointment with t
Long-term conditions:
f 0l was seen straight away. o6
f 0Si x months. 6
T oWaited tfwor yemersati on. 0
T 0Can't remember exact timescale but it took | o
calls - which was stressful -bef or e | received basic feedback.
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1

oWaited 12 weeks for bal anceEycel aSsusr gaerrdy . 1602 mont

Mental Health :

T

T
1
T

Table

ol w atlirge ensbnths for my mental health assessment, and then waited another  two

months to get my log in details to start my online CBT  (Cognitive Behavioural Therapy) .

I've now been waiting two wee ks so far for an appointment to
oln the early days it l'iterally took years to
refusing to accept his iliness, despite obvious and apparent symptoms and the danger to

himself, he was allow ed to refuse treatment and disengage with services. It seems that

individual freedoms are being used by the NHS staff as excuses not to make interventions

and this means that they wait for serious/acute events to occur before taking needed
actions. o

0 Di asgp guick, aftercare poor and length of wait unacceptable -par ti cul arly f or
ol had to pay a local charity to get one to on
OWe are still waiting after two and a half yea

13: How would you describe the time you had to wai t between your initial

assessment/diagnosis and receiving treatment?

Dementia

Heart and lung

4
Cancer 0
0
0

0

Autism

0 0
3
0

|
w
N O o O

0
0
0
0

(62 BN PV)

diseases

Long-term 4 3 0 2 0 1
condition e.g.
diabetes, arthritis

Mental Health 3 3 1 2 0 0

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

Autism 0 4
Cancer 8 7
Dementia 4 0
Heart and lung diseases 6 3
Long-term condition e.g. diabetes, arthritis 2 8
Mental Health 2 7
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If you accessed support, what aspects worked well?

Cancer:
T ol was referred to a number of professional s w
T 0oHad calls immediately from my specialist nurs
T 0oMacmillan cancer support.o

n

T oWidnes and Runcorn Cancer Support.
T oClatterbridge Centre.o

Dementia:
T 0For my | ate husband him being taken out for a
1T 0Age UNKMeMsdy have been brilliant. o
T 0l was given an Al zheimer®demlfeadf |l @agedbud | di dn

Heart and lung diseases :

1T oDiagnosis delivered once blood results return
1 "l think a leaflet given to the patient on a ward when the health conditions are still being
monitored and as yet not being f ully medicated or controlled is clearly not something any
patient would feel met any needs.
T 0The fact that this was when the patient was
totally overwhelmed at the time."

Long term conditions :

T ol nitiall yRaRIhyostihoe raampdy . 0
M oLaser treat ment on right eye OK, unsuccessful

Mental Health :

1 "Prearranged regular appointments with my GP. 6

f 0Having a regular therapist checking in online

T 0The support | now get i @ caneevdrkecvehd dGoroes and visits | al
me once a week. 6

C
<

If you accessed support, what could be improved?

Autism:

T oltdéds clear the health service candt cope and
ease the NHS pressures, transferring this responsibili ty to carers needs more thought,
checks on capability and generally the carers health and ability to support for example,

if they are working, can they get time off from work for hospital visits ,etc. o
Cancer:
T ol felt overwhel med byeointe atlol snpaeyabke thoa vdiunrgi nsgo
f oBridging the gap between therapies (i.e. t he

patients have their new therapists not just until they are put on the waiting list for new
therapy). 6

T 0My addi t i o n adrthritisoEvedyone is different with this complaint. Diet was
not discussed?6
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Long term conditions :

T oLiaising with the primary care team to be awa
their physical condition, the current understanding of the illness and the current mental
state of the patient. Perhaps this is the time to gently broach the discussion with a further
couple of planned visits to ensure full understanding, medication awareness and guidance
and an emergency plan of worsening symptoms . 0

Mental Health :

T 0Support services should be available from the
T 0oMore holistic support required: e.g. massage,
T 0Getting a quicker diagnosis. o

Table 15: Were you referred to a specialist?

Autism 0 4
Cancer 15 0
Dementia 3 0
Heart and lung diseases 8 1
Long-term condition e.g. diabetes, arthritis 7 4
Mental Health 5 4

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

Autism

Cancer

w N O o
N B M O
~ o ~N o

0 0 0
1 3 0
Dementia 0 0 0
0 1 0

Heart and lung
diseases

Long-term 2 1 2 0 2 0
condition e.g.
diabetes, arthritis

Mental Health 2 1 1 1 0 0

Cancer:

T oTwo weeksbd

What would you do? 147




NHS Long Term Plan Engagement Programme healthwatch

Dementia:

T 0Dementia treatment is still slow compared to
f 0Two months. ¢
T oWe only waited a few weeks. 0

Heart and lung diseases :

T owaited five months for follow up appointment.
T 02Hours before being transferred to have stent
1 0 s trotlclear who the patient will see, when this will happen and what the care plan

will be. o

T 0it's always about a month waiting times.

Long term conditions :

T 0They came as soon as | came out of hospital (
T 0Several weeks for hip knee replacement. ¢
f oWaiting time just makes a person very anxi ous

Mental Health :

T oMy care had been transferred between teams an.

I would have waited even | onger as my details
f 0l am waiting ecoi asleiesta thoachkelspp me it needs to
T 0l n reality services waited for acute situatio
f 0l got an appointment to see a psychiatrist an

many times since. 6

Table 17: If you neede d it, how easy did you find it to access ongoing support after you were
diagnosed or assessed?

Autism 1 0 3 0
Cancer 4 3 0 4
Dementia 1 0 0 0
0 1 2 1

@ | = | = | @
N O N O
w N N O

Heart and lung
diseases

Long-term condition 1 2 3 1 2 0 2
e.g. diabetes,
arthritis

Mental health 1 0 1 1 2 4 0
Table 18: Did the support options you were offered meet your expectations?

0 0

Autism 4
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Cancer 4 4 7
Dementia 2 2 0
Heart and lung diseases 3 3 3
Long-term condition e.g. diabetes, 3 2 6
arthritis
Mental health 3 3 2
Autism:
T 0Children are not given support soon enough. o
T ol woul d expect a child of three t ogeadsessimsixf er ed
mont hs i f nursery/ healthcare professionals re
Cancer:
T 0The care for my cancer diagnosis met all my €
it all .o
T oMore information truth and care. o
T O0Need morefsappdiagnanosi s. O
T 0Symptoms were showing in June however was not
it was diagnosed all scans/consultantsd review
1T oWas never given a care plan, not signposted t
Dementia:

1 0The sigdretahed tothe point of breaking. Social workers are massively overloaded
and candt get support to those who need it. F e
resulting in less one-to-onesupport. 6

Heart and lung diseases:

T 0Agai n, 0 n ¢ with & huanbgen af miead health issues when more life changing
conditions appear, there is no joined up collection of staff and services to meet individual
needs. 0

T oPrimary Car e di dn) Huelmhtadtodaspital k [0y enough

1T OExcetaleemotchange needed. 6
T OoNot personali sed, not done in a timely fashio
being passed around | i ke a parcel without the

Long term conditions:

T 0The consultant did not ¢ ianseer mequestiomsu wdstoidnf or m
to see my GP regarding the medication | was t
T oNo aftercare provided. o

Mental Health:

1 "I was given medication which is useful. | was given access to CBT but had to wait
approximately 18 months for this. The initial services such as IAPT would look at my
diagnosis (bipolar) and decide | needed more specialist services - if | could have used their
| ower | evel ones it might have prevented a | ap
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1 "Acute wards are basically prisons where the focu s is on security, stup efying medication

and containment and |little or no attempt i s ma
T 0Services providers use l ow paid, poorly tr
dedicated staff resulting in high turnover, low  motivation and hence lack of continuity of
care."
T oOf fered very Ilittle help and no information f

for one to one therapy. Not a mental health ward but to improve wellbeing and prevent
the need for that.o

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?

Autism 3 0 1
Cancer 4 7 4
Dementia 2 2 0
Heart and lung diseases 5 2 2
Long-term condition e.g. diabetes, arthritis 6 0 5
Mental health 6 2 1
Autism:
T oLetters not received; appointments changed wi
T ONo communication between professionals. o
T 0AIl I reports have to be repeatedly requested.
T 0Early detection and quick diagnosis <care and
outcomes for autistic spectrum conditions. 6
Cancer:
T 0l think someonehiexgltahenionwt ccoymastas | was shoc
f 0oWhen diagnosis you don't know how |l ong you ha
T ONo probl ems, | was satisfied. 6
1T oBetter notification of test results. o
Dementia:
T oStaffing short aglckofiamaresessofiwhdt dementia & in some areas
of the health service. o
T ol was shocked that my husband had dementia an
T 60l think the doctors need to talk to each othe

Heart and lung diseases:

T 0AN 0 n gvottemn iggcord that the patient has because departments don not
communicate. 0

1 “Instead of the obvious symptom or condition, it was lost in the transfer to other staff
who only zoned in on their one spoke of the wh
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T 0Tracking the pat irecare plan apddife thateslyould bk liveduwith
support and information that will enable themtoself -car e as much as possi

T 0Al'though we all appreciate that the staff are
and time, with an overwhelming numbe r of initiatives with new policies and procedures,
they are still a very small part off a patient

and in most cases forgotten."
Long term condition:

T 6l was just told | had my condition and given
1T 0Ati mes | felt rushed and on a conveyor belt. o
T oDid not me et expectations. ¢

Mental health:

T ol found that the psychiatric services did no
guantity of medication prescribed. This meant | would often have to spendalo  ng time on
the telephone with the team and/or the hospital pharmacy. This was extremely difficult
for me when unwell and caused stress. o
T 00ne exampl e ( t-hDespiee maltiple pleasaton services over many weeks to
intervene based on carer's observations of deteriorating health a serious incident
occurred, driven by psychosis, causing massive life changing injuries to the service user.
The carer observations and pleas were essenti a
T 60Counsel-ekhgteanh support or communication. 6
1 0 Tings were very slow at the start and it took me to reach crisis point before they helped
more with the therapy and family work | am doi

Table 20: What is your main means of transport?

Autism 0 1 0
Cancer 1 1 14 0
Dementia 0 0 3 1
Heart and lung diseases 4 0 4 1
Long-term condition e.g. 4 2 3 2
diabetes, arthritis

Mental health 2 3 3 0

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

Autism

Cancer 4 7 2 2
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Dementia 0 1 1 2
Heart and lung diseases 1 2 4 1
Long-term condition e.g. diabetes, 2 6 2 1
arthritis

Mental health 4 4 0 0

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

Autism 0 2 1 1
Cancer 3 8 1 4
Dementia 1 0 1 2
Heart and lung diseases 1 5 2 1
Long-term condition e.g. diabetes, 3 4 3 1
arthritis
Mental health 5 2 0 2
What is most important to you:
Table 23: When first seeking help ?
Autism 0 0 3
Cancer 1 6 6
Dementia 3
Heart and lung 2 2 4
diseases
Long-term 0 6 5
condition e.g.
diabetes,
arthritis
Mental health 2 2 5
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Table 24: When you received a diagnosis and explanation of treatment or support options

Autism

Cancer
Dementia

Heart and lung
diseases

Long-term
condition e.g.
diabetes,
arthritis

Mental health

Table 25: During your initial treatment or support

A O O O

0
6
0

A W N W

Autism

Cancer
Dementia

Heart and lung
diseases

Long-term
condition e.g.
diabetes,
arthritis

Mental health

Table 26: During your long -term support

2 1

Autism

Cancer

What would you do?
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Dementia 0 0 3
Heart and lung 5 3 1
diseases

Long-term 0 S 4
condition e.g.

diabetes,

arthritis

Mental health 0 6 3

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

0 0 4

Autism 0

Cancer 4 1 1 10
Dementia 2 0 0 2
Heart and lung diseases 2 2 0 5
Long-term condition e.g. diabetes, 4 0 1 6
arthritis

Mental health 3 1 0 5

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

1T 0Access to specialist teams. 0
1 0 C a coerdinator for all health needs - to signpost and make sure appropriate support
given for autism. o

Cancer:

T 0Regwhéalrth checks and keeping in touch. 6
T oOf fer more wellbeing services for working peo
1 0 N ohtd to use any services as yet. But hope transport is available when | need it and a
care package is put in place. Have worries about having to travel far for treatment when
unable to drive. o
1T oBetter access t o decupationa Tharapjst. whysi o and O

Dementia:

f ONHS is slow to respond in many areas it appea
Management and continuous improvement need to improve considerably if it is to keep
pace or exceed the private sector. The reluctance to accept change in any form | find
staggering. o

1 0Explain what to expect or what could happen n
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Heart and lung diseases:

T 0Continue to offer Il ocal support and advice wi
1T 0Have contact with pati ent ahealth grigid. &roup gessoresf or e
with certain conditions so peer support or ongoing services that could help patients
increase their confidence and knowledge to self -c ar e . 6
1 "Have information and referrals to places that the patient can get accurate informat ion
and expertise from patients with the same condition. Patient are well placed to share
personal experiences, levels of support available and a feeling part of a community. A
professional coordinator available for expert
1 0 GE the patients access to the tools and skills to be able to self -manage conditions and
how to prevent their health declines. We would all like to be as well and healthy as
possible, being a valuable member of our community and feeling that a quality
organisation will provide excellent care in a timely way when needed."
1T 0Be quicker with appointments and get all your

Long term conditions:

T oTel | me the clear, concise and full detail s o
1T 0Set up piagwennegwlvarly as a person needs them

Mental Health:

T 0The physical health c¢checks done in my | ocal
communication between the consultants and GP would be useful. One of my medications
requires regular blood tests and I have to remind my GP when they are due. Other people
may not be able to do this. o
1 oMore wellbeing activities (maybe focused at younger age groups, most the groups I'm
aware of are for | onely older people not anxio
1 "NHS esentially ignores the side effects of the medications it prescribes to treat mental
health conditions. This leads to those prescribed with conditions such as schizophrenia
living shorter and much less productive lives. There is no such thing as 'holistic' a nd patient
centred care in the NHS from a mental health service user perspective.
T 0The f act t hat p hy s i-tbreatenind cosditibns tain tregult faomdts | i f e
prescribed treatments (e.g. through induced obesity and self -harm) is something thatt he
NHS needs to (a) acknowledge (b) plan for and (c) act on to provide lifelong interventions
that wil|l hopefully ensure that the | ife expec

Further comments:

Autism:

T 0Hal t on needs a clinical t e a mneunadewelopmsepta c i f i ¢
disorder/autism/heavy metal poisoning in a purpose -built clinic which is accessible to
everyone, regardless or diagnosis. Oxygen therapy, chelation therapy, complementary
t herapies, salt water therapy, and all other Kk

Cancer:

T oHelp cancer sufferers who want to work to ge
previous employment role. ¢

Dementia:

T 0A20 billion spent wisely wil!l i mprove things
happening is low given previous be haviours. We need more frontline staff and less
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administration and quangos. Recruitment from the private sector of this who have a track
record of successfully managing change would b

Heart and lung diseases:

T oWe are | ucky wedavehand keapprebiaetit. | feel that some medical
professionals make the patient feel that their agenda is about what they need to show
they have done and this is the most important thing - almost a tick box exercise. Often
my dad was spoken over, inte rrupted, shushed up so they could get to the point and get
onto the next person which | understand is pressures of the job but now my dad has gone,
we are left with a feeling that sometimes he was patronised, not listened to and felt like
cattle. Thisisn ottrueofall -many wer e war m, considerate and

In focus: what is importantto  people with Cancer about health and care
service s?

As part of our research activity, Healthwatch Halton conducted two focus groups with a Cancer
Support Group and people diagnosed with cancer and their families. Cancer was chosen as a focus
due to cancer rates in Halton being higher than the national average. The focus groups were held
at Runcorn Cricket Club and Widnes and Runcorn Cancer SupportCentre on 7" and 8" May 2019.
32 people were in attendance across the two events. Below are the main themes people told us
about at these events:

Good levels of care

Staff from Clatterbridge Hospital visit patient s at home every three weeks and have done for five
years. This saves so many long trips.

St. Helens Hospital give excellent 6A16 c ar e . Funding should be used
care can continue under growing pressures. 01 t hink the funding should gc
standards and cancer care | have received continues, such as the support nurses, fast track and

home visits. o

Diagnosis Time

What works: Being seen within the NICE Guidelines time frame. Though NICE recommendation is
two weeks, a few members were seen within 10 days or earlier and this was view felt to be
extremely positive and reassuring.

Role of Hospices

Hospices should play a bigger role in care. Halton Haven and Marie Curie are a better environment
providing &inderd care than hospitals. 0Halton Haven is very important in our area. T hey give
outstanding end of | ife care and should be used m

Primary Care

People find it h ard to access primary care, so cannot get into secondary care. They find b ooking
a GP appointment too hard. The group shared their experience s of very inconsistent GP services.
Some people had no problem booking an appointment and others spoke of three -week waits and
not being able to get an appointment even when their GP Practice has asked them to attend. ol
was called for an appointment by a letter and phone call from the surgery. Went to the Reception

on three occasions and no appointment available .6
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We were told that r eviews for medication are inconsistent. Some patients are called in annually
for medication checks, whilst s ome are never reviewed. Some people explained that medicine had
been stopped without talking to them.

When prescriptions are changed people explained that they are still sent the old medicine by the

pharmacy. One lady explained she had a large bag full of Warfarin that she no longer takes, even
though she had crossed it off tlthhent bok severalattempts d a R U
to get the new medicine. In the end one box of the drug was found in Widnes for all of Halton .

What works:
T oHaving a proawtlVvVecBRswhup referrals and resu
T oWhen the GP is informed of my cancer diagnos
appoint ment, |l am then seen straight away for
T 0Having a separate ar e thisis particulary val@able wheen aning g ar e a
treat ment which | owers the i mmune system (can

What needs to change:

1 Some people experienced difficulty with accessing a GP appointment prior to diagnosis and
it was felt that prompt access to GP appointments are crucial as this is how you access
secondary care.

Greater capacity

People told us they want a seven-day service. They feel that ¢ onsultants should work weekends
and bank holidays as nurses do. Patients described being in hospital dur ing weekends or public
holidays and just waiting for care as no senior staff are available.

We were told that m ore care staff or community nurses are needed. It was felt that h ospitals and
GPPractices should notexpectorpresume t h at p ehildgren wid care for them. Many children
live elsewhere, work a lot or have health conditions of their own but are relied on to care for
people. People also mentioned th at some sheltered housing locally has been turned to retirement
living with less staff and support available, at a higher cost.

There was the opinion that more GPsare needed in Halton as they are a gateway to all services.
It was also said that m ore support nurses are needed. Not a lot of people get these nurses and
they are described as a dif e line 6for advice and support.

Targets and time limited appointments should be stopped in the view of attendees . Patients want
all their conditions and problems to be discussed and taken into account at appointments rather
than being told they can only say one thing and must leave in eight minutes.

Consistency

It was felt that GP Quality and Outcome Framework (QoF) targets should be scrapped. Patients
feel they are called in for checks, such as blood pressure or cholesterol, thatt hey dondt wan
need so GPs can meet their targets and get financial rewards. &Tick box exercised checks are

descr i bubdelpfdd& It 8 believed that they don dt work as illness | e
admissions have increased since these checks have come in. 0GP QoF targets ae a disgrace and
should be scrapped. They are not wuseful and are |
Choice

The groups would like a choice over who provides care, and information such as which providers
are Centres of Excellence and which are the best consultants to inform this decision. They said
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that they would travel for more specialist treatment if needed. Tim ing of appointments is
important if travelling is required, and shuttle bus services were suggested.

Information and communication

The groupsall felt that people are responsible for their own health and more education is needed.
People would like more information and for it to be explained in person, although it was
acknowledged that a pamphlet with basic information to read at home would be useful.

It was told that s ome consultants invite people to call their secretary with any questions , whilst
others do not offer this. Some consultants send a copy of appointment records to the patient and
their GP but again, some do not. Members of the group s found it very important to have these
notes and always asked for them, explaining they are the only person who holds all their records
from different services.

Other members of the groups did not want to be sent these records and were happy if they had
trustin t heir consultant. The group s believed that choice is important. Everyone should be offered
their own records and record sharing should be consistent.

What Works:
1 The group felt staff were very pleasant and supportive without being patronising or pitying.
What Needs to change:

1 When discussing communication, it was stated 0 Some aspects were Vver.)
directao.
I Some members of the group had been given written information such as the Macmillan
service. All members of the group agreed that a standardis ed written care plan is required
including information about who to contact if they have concerns and local support groups.
9 During the appointment there is a lot to take in and having the information in writing
following the appointment is valuable.
1 Rolling information screens could be used in hospitals and GP practices to inform people
of local cancer support services.
91 Providing information and support about availability of services if there is more than one
hospital that provides the particular treatme nt is required.
T ol wasnot awar e | had a choice of wher e | coul
go to a certain hospital but would of preferred another that do offer the same treatment
dthe choice would of helped me feel more in control as the  one thing cancer does is make
you feel not in control 6.

The groups said it was important to be able to feedback to H ealthwatch as we are independent
and give them a voice.

Investigations and Medication During Treatment

What Works:

1 Finding the right pain relief and medication to manage the condition and associated
symptoms. Radiother apyainkess§. val ued as it was 0

What Needs to Change:

1 Although the group thought that they were seen quickly they felt the wait between having
tests and receiving their results is lengthy (to do with consultant availability rather than
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not having the information). The group suggested using a nurse led servic e would be
appropriate to reduce waiting times.

Specialist Cancer Nurse

What Works:

I A named specialist nurse to provide emotional and practical support and consistency
throughout the ever -changing stages of the cancer journey.

What Needs to Change:

i The consistent provision of a single point of contact to provide support throughout the
journey, emotion, practical and signposting.

9 A drop-in service provided by either Macmillan or Widnes and Runcorn Cancer Support to
be based in the outpatient clinic when the re is a Consultant clinic running to provide
further support following the appointment, the group felt this was particularly important
at the time of diagnosis and discussing changes and prognosis.

Transport/location of hospital

What needs to change:

Asthe cl osest specialist c¢ancer ambaamde pieks up omtledailyw er y |
trip during radiotherapy the journey is extremely
the first person on or last to be picked up it prolongs the jo  urney after an already exhausting day.

A member of the focus group is at the beginning of their cancer journey following a recent
diagnosis and stated the following:

T o[l] Have worries about having to travel for t

As the local hospital does not offer many services and patients are having to travel a long way for

treatment when already very unwell it was suggested that satellite centres are created. With the

idea that consultants can come from the specialist regional cent res to the local hospitals.
Suggested by the group was a regular visit from Clatterbridge Hospital to see patients at Halton

Hospital which would be helpful to reduce travel time and enable family members who were local

to attend for a short while tovisi t. 0 A | oc al hospital/centre to offe
(time). o

An individual who has a Cancer diagnosis had an operation at 8.00am and was sent home at 4.00
with a drain. During the week they had to attend the specialist hospital three times due to issues
with the drain and changing the dressings. This resulted in an expensive, lengthy taxi journey. If

a district or community nurse could have done this it would have saved the time and money
attending the hospital and had an overall positive impact on mental wellbeing.

Integrative/multi  -disciplinary working

What Works:

Peer support was valued highly by the groups, access to non-medical support such as counselling
and holistic therapies, particularly in a non -medical setting which mattered greatly to the group.

It was felt this should be expanded and all services; NHS, Social Care and Voluntary services should
work more collaboratively. Integrated support services to include medical practitioners, dietician,
physiotherapy, alternative therapies, emo tional and mental health support, employment and
financial support services.

What Needs to Change:
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A person Htoslpd tulwd: Tad usts have different | T systems
as | have different types of cancer. One Trust is unable to have complete access to my medical
records as another Trust uses a different IT system 6 . This shows there i s &

uniformity amongst the trusts to enable them to share medical records easily to benefit both
patients and staff.

This was cormroborated by other members of the group who felt that having to explain their whole
history to each professional and at each appointment is unnecessary; they felt that if there was a

IT system set up with a front page bullet pointing where they are at rega rds diagnosis and
treatment it was prevent the need to provide a detailed history at each appointment with different
professionals.

Post-Discharge

What Needs to Change:

It was discussed about there being no support following discharge once treatment has finished &

owhen <cancer, treatments and appointments have be
adjustmenttothenmoveon . 6 A contact to continue to provide o
period following discharge would be helpful according to some members of the focus group.
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Knowsl|l eyds 2017 population was estimated to be
population (18.8%) are aged 0-14 years. 11.9% are young adults (aged 1524). Almost a fifth (19.3%)

are aged 25-39. People aged 40-59 make up the largest single age group (26.7% of the population).

Over a fifth of the population (23%) are aged 60 or over, of which 15.4% are aged 60 -74 and 7.8%

are aged 75 or over.

Knowsley is the second most deprived local authority in the country and Kirkby is the most deprived
of the four locality areas within Knowsley. Levels of deprivation in Kirkby are over double that of
England. Overall life expectan cy in the Borough currently stands at almost 77 years for males and
just over 80 years for females. *

In Knowsley we received 255 survey responses, consisting of 102 general surveys and 153 specific
condition surveys. There were also 94 attendees across fo ur specific focus group events.

Knowsley

If Knowsley was a village of
just 100 people... e

overweight or

5-16 year olds
Adults suffer have a

from depression MH disorder from cancer

b A ! Adults under people are
Adults are over- 40 have Type living with a long
weight or obese 2 diabetes term condition

Is the average
age that women
will live to

Will die from
heart disease Are smokers

ne

|

People take less Is the average
than 30 mins age that men People are
exercise a week will live to over 75

Statistics from PHE are farthe Knowsley Local Authority area, pop: 147,000

4 Source: http://knowsleyknowledge.org.uk
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Summary of Findings:

What matters most to people in Knowsley?

I Having access to the help and treatment needed when it is wanted was the most
important factor people told us was needed in living a healthy life. For example, people
said they wanted more support with healthy eating and exercise , as well as better access
to services such as GP appointments . Having health professionals that listen was also
considered very important.

I To help keep independence and stay healthy whilst getting older, people indicated that
being able to stay in their own home for as long as possible was most important to them.
Greater access to, awareness of , and investment in services was also mentioned, as well
as initiatives to tackle social isolation .

9 Choosing the right treatment being a joint decision between the person and the relevant
health and care professional is most important to people in Knowsley in managing and
choosing support and treatment. Better communication, information, advice and
guidance, as well as services being available locally , were themes of comments we
received.

1 People in Knowsley told us that having absolute confidence that personal data is managed
well and kept secure was consideredvery important , as well as a desire to talk to a doctor
or other healthcare professional wherever people may be. Responses regarding online
technology were mixed between those who wanted to see m ore of its use and those who
did not. People also wanted reduced waiting times and tailored support for long-term
health conditions.

1 Those with heart and lung conditions and other long -term conditions such as diabetes or
arthritis were largely positive abo ut the initial support they received relating to their
condition and said that it met their needs.

1 People with multiple conditions found that this made no difference to their ability to access
support.

9 Accessing ongoing support was largely seen to be difficult, but people were generally
satisfied when they did access it. People generally told us that they would be willing to
travel up to one hour for diagnosis, assessment, treatment or support.

1 Most people who responded with Cancer or Mental Health problems said that seeing any
medically appropriate health professional who is free immediately was more important
than waiting to see someone they normally see even if there is a wait initially when first
seeking treatment, but for long -term support seeing someone they normally see became
more important. For other long -term conditions and for those with heart and lung
conditions, seeing someone they normally see tended to be most important throughout.
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Survey results

The following sections now break down the re sults of the 255 responsesacross Knowsley to the

surveys designed by Healthwatch England. The first sections use the 102 responses to the general
GPeopleds gener al experi encd ss wrfv ehye,a |l it ehf carned bcraer aek is
survey responses from people discussing support for specific conditions.

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

9 Living a healthy life

1 Keeping independence and staying healthy in later life
I Managing and choosing support and treatment

1 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. Foll owing this, people were asked to re
i mportantdo ntoammthodt i anlplod. Therefore, more than on
i mportantd. Finally, respondents were then asked

be improved in these areas.

What is important to people about health and care

Living a healthy life

When considering how to live a healthy life, having access to the help and treatment needed when
it is wanted was deemed to be most important by people responding to the survey (see Chart 1).
100 people responded to this question.

Chart 1: What is the most important to you to help you to lead a healthy life?

100
90
80
70
60
50

41
40

Number of people

30 29
18

20 12
. 7 B =
0 I
Access to the help Easy access to the For every Professionals that The knowledge to
and treatment |  information | need interaction with  listen to me when | help me do what |
need when | want to help me make health and care speak to them  can to prevent ill

it decisions about my services to count; about my concerns health
health and care  my time is valued
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However, in Table 1 when asked to rate on a scale of very important to not important at all
respondents to the survey felt that 6 Pr of essi onal s that | i abduemy t o m
c oncer nalsd vewadngportant. It is also important to note that all five statements were
predominantly deemed as very important or important, as the table below shows . Up to 99 people

responded to this question, though not all responded to ea ch option:

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

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

Professionals that listento me 86 12 1 0 0
when | speak to them about
my concerns

Having the knowledge to help 75 20 3 0 0
me do what | can to prevent ill

health

Easy access to the information 74 21 3 0 0

| need to help me make
decisions about my health and
care

For every interaction with 74 21 3 0 0
health and care services to
count; my time is valued

We also asked respondents to think about one more thing that would help them to lead a healthy
life. This was a free text question and so answers were collated into themes and summarised
below:

Healthy eating/exercise

Many people commented on the impact of poor diet on health, particularly the importance of

improving nutritional knowledge and enabling people to make healthier eating choices. Increasing

access to exercise (particularly financial enablement) and the importance of a social element

present in physical activities was mentioned 0 Educati on i s a huge part of
the most important factors in equipping people to be able to mana ge their own lives and
conditions. ¢

1T OoEat healthy and do exercise. o

T oLower price of fruit and healthy snacks. 0

f 0Access to healthy cooking course, health walk
1T 0Educate young people on how to stay healthy a
f 0To neakree that doctors tell you to eat the cer
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Access to services

Increased availability of GP appointment s and a wider range of appointment times was prevalent
here, alongside a desire for more regular check -ups (i.e. monthly/yearly health 6 MOTs 6 t o i mpr
prevention.

T 0GP surgery to open more throughout the day. 6

T 0oPrompt and easy access to a GP. 6

T 0OA yearly/ every coupl e-upf 6years, standard chec
T 0[] Services] seeing you in |less time. Offer | ea
1

0OAccept atmeeforBRandA&E services. 0

Keeping independence and staying healthy in later life

We asked people to tell us about what they feel is important about keeping independence and
staying healthy in later life. Being able to stay in their own home for as  long as possible was by
far the most important factor (see Chart 2). 99 people responded to this question.

Chart 2: Whatds most i mportant to you to help you
as you get older?

100
90
80
70
Q@
Q 60
o
o}
- 50
© 50
@
el
E 4
zZ
30
20 16
12 14
10 6
. ]
0 N
I want my family | want my | want my family | want my family | want there to be | want to be able
and friends to community to be and friends to and me to feel convenient ways to stay in my own
have the able to support me have the supported at the for me to travel to  home for as long
knowledge to help to live my life the knowledge to help end of life health and care as itis safe to do
and support me way | want and support me services when | SO
when needed when needed need to

In Table 2 when asked to rate this however, although being able to live independently in their
own home is rated as the most important, all of the other statements identified were also rated
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as very important or important. Up to 100 people responded to this question, though not all

responded to each option.

Table 2: Rate how important the following things are to you when it comes to keeping your
independence and ageing healthily:

| want to be able to stay in my
own home for as long as it is safe
to do so

| want my family and me to feel 78
supported at the end of life

| want there to be convenient ways 72
for me to travel to health and care
services when | need to

| want my community to be ableto 66
support me to live my life the way
I want

I want my family and friends to 66
have the knowledge, to help and
support me when needed

18

19

23

25

0 0
2 0
2 0
2 0

We also asked respondents to think about one more thing that would help to retain their
independence and live healthily for as long as possible. Again, this was a free text question so

answers were collated into themes and summarised below:

Awareness of services

One of the most prevalent themes with regards to what people feel would help the m to live

independently was r el

oKnowing there is

Better services

o O O O O O

Give better choi

=8 =8 =8 =8 =8 -8 -9 -89

=

What would you do?
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suppo
Access to exercise for
OAccess to exercise
OExercise, healthy
0By providing people
own strengths and
OMuch better communicat.i

ated

p

heal t h

for

wi t h
assets. 6

peopl eds

there

ermad i oon 6

family.o
holistic therap
family. o
di etnt aslt aaynidn gp haywsaircea | o fc oynodui r
i nformati on

regarding avai

167

about

awareness o0
when needed. 06

formation. 6

prevention servic
ment al heal t h

c

I abi



NHS Long Term Plan Engagement Programme healthwatch

Access to services

Related to the above theme, a number of respondents linked this with ease of access to services:

1T 0Getting help from all the services that are o

1T 0Access to info and opportunities to |ive a he

T 0Contact wi t h isanpdrtant, sometirngs yoe need to speak to people who
arendét in your family or who arend6t that <cl ose
how about Omobile support groupsd or organi sed
set times/webinars/lW hat sApp support groupsa®o

T oHaving annual health checks with reasonabl e a

T 00l der people need the availability of regul ar

T 0Shops, transport services and primary health

T 0More | ocatoupseébdest g

T oBetter services and support for ment al heal t h

Social isolation

Some respondents expressed a desire to feel more connected to their community and the people
in it. There was also a need to receive more support to enable this to happen.

1T 0Someone to talk to.o
f 0Some support within the community would be a
T 0To be able to get out more. Before | got my w

Investment in services

A number of respondents expressed a desire for increased investment to boost the range,
availability and capacity of services. Some also expressed concerns regarding the effects of
underinvestment.

T oMore investment on the frent. bine i.e. t he <ca

f 0Support from counclilamaawawed | ofasc NHrSci | ds f i
government should give more to | ocal councils

T 00l der people need the availability of regul a
thefrst service to go when money is tight.©o

f 0The Il ocal authority act I|ike debt collectors

a minefield for the relatives to understand. Patients and their families are deliberately

kept in the dark regarding optio ns and that with some conditions, the NHS is responsible

for care costs. o
T 0The avail adiprofit makiyg caref honmes ia slim and the very worst of patients

are given second rate provision. A complete state funded system needs to be instigated

even if it means income tax is increased. This should be available regardless of income as

it is grossly unfair that patients who have worked hard to provide for their children are

penalised when it comes to healthcare in old a
T 0The right amonunmeds oradctort &d ept rightf and make sure | don't take

the wrong medication. o

Managing and choosing support and treatment

Chart 3 shows that people we spoke to in Knowsley 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
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between me and

areas if people cannot be seen in a timely way locally was deemed as the second most important

option. 100 people responded to thi

Chart 3: Whatos
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6 9

— [ ]
Choosing the Communications | have time to
right treatment are timely consider my
is a joint options and
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mo st i

2
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to you to

20
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[

I should be If I have a long

areas if my local  NHS spends
C a nadney srene
me in a timely

way

be

abl e

9

My opinion on

decision about offered care and term condition | what is best for
where | will go support in other decide how the

me, counts

As Table 3 shows, when asked to select how important different factors were on a scale of very
important to not impo rtant at all, people deemed choosing the right treatment as a joint decision
between themselves and a relevant health and care professional as the most important factor
when managing and choosing the support they need, followed by a desire to be offered ca re and

support in other areas if unable to be seen in their local area in a timely way.

responded to this question, though not all people responded to each option.

Table 3: Rate how important the following things are to you when it comes t
choosing the support you need

Up to 100 people

0 managing and

Choosing the right treatment is a
joint decision between me and
the relevant health and care
professional

Communications are timely

| should be offered care and
support in other areas if my

| ocal area canot
timely way
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My opinion on what is best for 53 36 9 2 0
me, counts
I have time to consider my 50 41 6 0 0

options and make the choices
that are right for me

| make the decision about where 49 34 51 1 0
I will go to receive health and
care support

If | have a long term condition | 38 34 18 4 4
decide how the NHS spends
money on me

| make the decision about when | 37 42 20 0 0
will receive health and care
support

Communication, information , advice and quidance

A common theme stemming fr om p dobpdiveronore egnformatiernt s wa
advice and guidance. People wanted to gain knowledge about what services are available an d

where, and the options available to them for care, discussing these in light of their needs with

their GP, in particular. There was also a feeling that more information should be provided in a
clear and straight-f or war-lomsai®@nsed mannerdudeddComments i nc

9 olndividuals do not always know what is best and | think NHS professionals should advise
and offer guidance as required . 0

1 OMake services more known to people. There is plenty of help out there, people just need
to know about them. 6

9 oListento your requests and answer all questions honestly and offer support needed where
possible.6

1 0Giving recommendations on the best support for them . 0

1 oCommunication is the key between me and the health care professional and | feel they
do not tell you about options  for treatment itself or the place it can take place. 6

9 oClear no-nonsense information about conditions. 6

1 OA more comprehensive knowledge of what options are available and chance to discuss

the pros and cons.0

Funding for, and availability of services local ly

Furthermore, people told us that they would like to be able to access GP services in a more timely
manner, with options to see a GP when it is convenient for them or to see one that might not
necessarily be their own, if the option is made available. Fo r example:

1 0OThe ability to get a reasonably soon doctor's appointment . 6

1 OTo be able to get an appointment when you need one . 6

1 olf your personal GP wasn't available, another one should be able to be accessed. 6
1 ORefer you to other GP practices if my local on e has no availability. 6

1 OAcceptable wait times for GP and A and E services. 6
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1 o Bough time in appointments to be able to talk through concerns and any issues that |
may need to address no matter how big or small . 6

1 oClearer access points that are responsive. 6

9 oDifferent clinics near me . 0

1 OA more efficient way to get seen quicker. 06

1 oOMore timely/earlier access to services such as cataract surgery which would make

independent living easier . 6

I 0Getting GP appointments when | need them, especially for routine /non -emergency
treatment, | shouldn't have to take up an emergency appointment for that, | should be
able to plan in advance. 6

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.

AsChart 4 shows below, people in Knowsleytold us that having absolute confidence that personal
data is managed well and kept secure was considered most important by people who answered
the survey, this was followed closely by a desire to talk to a doctor or other he  althcare professional
wherever people may be. Also considered important was the need to make the best use of
technology whether for communicating results quickly or to make appointments online with
options not being limited by this service. 100 people responded to this question.

Chart 4: What is most important to people when interacting with the NHS
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When asked to select how important different factors were on a scale of very important to not
important at all, people deemed that having absolute confidence that their personal data is
managed well and kept secure was very important as well as making good use of technology to
access and book services and receive test results. People talking to other people who are
experiencing similar challenges to feel better and people managing their own personal records so
that they can receive continuity in care, 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. Up to 100 people responded to this question, though not everyone responded
to each option.

Table 4: Rate what is most important  to you when interacting with the NHS

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

Any results are communicated to 65 28 7 0 0
me quickly making best use of

technology

| can access services using my 61 23 12 3 1

phone or computer

| can talk to my doctor or other 51 34 11 1 1
health care professional
wherever | am

I can make appointments online 49 25 17 6 2
and my options are not limited

| manage my own personal 38 36 24 2 0
records so that | can receive
continuity in care

| am able to talk to other people 37 34 19 7 3
who are experiencing similar

challenges to me to help me feel

better

Technology and online services

Responses regardingthe 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 able to easily
access records and results, whereas others felt that they would like to see less tec hnology and
more face to face communication. Comments included:

What would you do? 172




NHS Long Term Plan Engagement Programme healthwatch

=

0O0Options in commuevemnyoone is comfortable with

1T 0El derly cannot access technology easily. Ther
for ol der people. o

1 "Technology should be utilised further, I should be able to make my own health
appointments with all health services including hospitals (assuming | have a doctor's
referral). ¢

T ol would | ike to see test results ondvemerds i ncl |
over time following routine health checks, e.g. weight, cholesterol levels, blood pressure,
blood results that will give me an indication and motivation overtime whether | am
improving my health or it is deteriorating. An 'App' for this would be very useful."

T 0Already described above, embrace the digital
more mental health investments and general empowerment for people to take charge of
their own health. 6

T 0All ow patients to man ag ey withheadlthicareappopidetis.nfTheme nt s
current system of | etters and phone calls is i

T 0Recognition that online apps aren't always go
- holistic choices to be made available in GP surgeries too . The recognition of carers and
being able to prevent <c¢crisis or overwhelm. ¢

1 Whilst | appreciate that there is a move to using technology, many people still prefer to

use the telephone and | feel this is being phased out in every area of life. It is especia lly

important for older people or those suffering with mental health and learning difficulties

that telephone systems are still maintained as part of accessing care and treatment. Also,

good old |l etters work well for the same vulner

Tailored s upport and involvement for people with long term conditions

People told us that, in particular cases, there is a need for in depth consideration around what
works best for them. This included elements of healthcare from consultation to treatment and
general involvement and communication with services. Comments included:

1T o0Better communication between patients and he
term conditions. 6

OPeople with I ong term conditions having a cl e
OClearoptions-di scussed sl owly at my own pace and cl
0Give you the time and care to help with tailored solutions. 6

0Giving recommendations on the best support forme . 0

0To be able to know that adteese mgnpantdecst an
0Seeing how your body reacts to different things and treatments . 6

Waiting times and access to appointments

Responses regardingthe booking of health and care appointments arose frequently , where some
people told us that they would like to see faster referrals and quicker access to their GP.
Respondents also mentioned the possible ramifications of such a delay. Comments included:

1 0Acceptable wait &E meg viicaresG®B and A

1T 0Availability of appointments.

T oMore thmpr wféssionals. o

17 ol would | ike making appointments with my GP
difficult it is | often delay accessing GP car

T oMor es. 6GP

T OAbility to access GP appointments without hayv
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1 o T h eailability of GP appointments at the time of being symptomatic. More often than
not , a clinical concern cannot be reviewed by
time (one might be dead by then!) o

Further Comments

T 0El derly heal t h ovhen someéose hasraangmber ofthealth issues. Most
important issue is to get support/treatment that considers the wh  ole person when you

need it. Too often medication is prescribed that conflicts with other medication . There's
a wastage of medication. ¢
1 ol wabe in control of my own health issues for as long as is possible. Honesty and

being given choices about treatments available and being in control are very important to
me. If this is not possible, it should be allowed to give a named member of the fam ily
choices over my treatment. 0

T oWant to see a doctor without a nur seWakvirer t he

Centre as she is just as good as my doctor? A doctorisadoctor,a nur se i s a nur ¢
T ol have experienced pootwo deedes, & &m higeyantedidatedf or o v
isolated, do not have acareplan .1 f e el neglected and rejected
T oIl think more emphasis should be on early diag

don't dismiss elderly persons & concerns. My mum's cancer was not spotted by a consultant

eye doctor. She was told the severe pain in her eye was because she was old, so she needs

to wear her glasses all the ti me. I't was actu
T 0GPs need t o-inbakif se peopte can get dccess to help and support as opposed

to waiting over a week for an appointment. 6

T " Al NHS estates need to provide free parking
T oLetters and faxes are old fashioned. The NHS
the 21 century."
T oMore holistic choices in health care and CBD
1 "For blind and visually impaired in hospital - you are sometimes brought food or
medi cation and they |l eave it on the table and
T 0l thinki & hdkeoiNHS very wel | and nurses are unde
T ol need information in a for mat | can access a
T oProfessionals who do not address me by -name,
should be visual awareness training.o

1 o Co mmu groupsyn the local area i.e. gardening, should be able to support people with
visual impairments."

T 0We need to get considerably better at getting
site apparently being Non -smoking, we continually walk past smoker s immediately outside
the doorway. This sometimes drifts into clinics/wards. Need some national support/back
up on this, please. ¢

T ONo more outsourcing of NHS services to priva
services back into public ownershipas contr acts expire. o
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In focus: what is important to the public about health and care services?

As part of our research activity, Healthwatch Knowsley conducted a focus group with members of
the general public in order to gain specific insight into the views of people accessing services. This
focus group took place on 30™ April 2019, and was attended by 16 people. Below is a summary of
the themes and issues they raised:

What is good about health and care services?
Online Access

A member of the focus group stated that he believed the electronic system for his appointment
booking and online prescriptions worked extremely well for him. He added that it allows him to
easily book appointments at his GP without the hassle of having to ring up at 8:00am.

0 T h e ctiperpvides an online service which | have used. | sent in a form to my GP and he came
back to me with a response in 2 hours. | wish this service was available months ago but happy we
have it now. o

Responsiveness of Services

A focus group member gave a patient experience story from a patient at the Prescot Primary Care
Centre.

T ol noticed being short of breath and feeling
who took my blood pressure and temperature. The GP then rushed me to hospital and
withinan hourhadt wo stents fitted. 6

The focus group member was extremely pleased with how fast the practice and hospital had acted
in saving her life.

T ol have had two knee replacements at Whiston F
between the two hospitals is excellent also. There should be a shuttle service between
ot her hospital sites such as Aintree, the Roya
T 0Aintree Hospital is great. I had probl ems ea

referred me; | was seen by the hospital within three days of being seen by the GP. | was
also diagnosed as diabetic so had to be treated for both. Doctors and Nurses are fantastic.

I am in Aintree again soon to decide how to treat the cancer to get rid of it. They put a

camera down and found the cancer last time and took samples. | find the hospital brilliant.

The food is bang on, what | can eat of it. o

Services in the Community

1 oOThe Ear, Nose and Throat services provided at the Towerhill Walk -in Centre is really

good, itisclosert o home and much better than travellin
T 0The | ocimCentrd/es fallk and really helpful - followed us up afterwards also. My

GP again, really helpful and understanding. o
T 0St Ch a dnCentréVawhdre | attend for my bloods to bet aken. | never have to wait

very long. The staff are always |l ovely. 6

T 0l vi sit eith Cantrean Kidavdlely with my daughter who lives away. The service
we received was first class. She lives in London and you have to wait ages to be seen. At

Halewoodwewer e seen really quickly. o6
T 0The hospital i's brilliant. Two hip replacemer
and specialist who treated me. My hips and foo
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Seven Day Working

o0l attended Ai nt r eagofbrasomnoscaply ona Sundayadterdoan. It was good
because family could come with me without taking time off work and it was quite empty. The
only negative was that there was no one around to

Screening Services

T 0The st af ébilewmtwerdadl very friendly. In the past the person actually doing
the screening has made me feel ill at ease as they just physically manipulated me without
any conversation. On my last visit, the radiographer was very friendly and chatted to me
putti ng me totally at ease. 0

The group acknowledged that there are a number of NHS services within Knowsley and the
surrounding Cheshire and Merseyside area that are recognised as being centres of excellence.

Services such as: St Pauls Eye Unit, Liverpool Heat and Chest Hospital, The Walton Centre, Alder

Hey Childrends Hospital and the Liverpool Womenos
Knowsley Hospitals Trust has a current CQC rating of Outstanding.

What was ok and would have been easy to improve?

Communication

A member informed the group that there is no communication between receptionists and doctors

at his local GP surgery. He added that his GP had told him that he needs to be referred to hospital

as his ears need cleaning. The receptionist had referred him to get a syringe which his GP had
advised that he didnét need. The member told the
a syringe and instead needed his ears fully cl ean
refer him to get his ears cleaned as the GP had not informed her of the referral.

Another member added that GPs will not discuss his medical details with his wife, even though
she is his primary carer. He said this makes it difficult as he struggles to understa nd all that is
being told to him by his doctor. The member added that the system is no longer personalised, and
strong relationships between patients and health professional are diminishing.

A member noted that some staff within GP practices have attitude problems. Most of the problems
that occur between a GP and patients are attitude problems and not training problems.

Wh a t di dnot wor k well ?

Barriers to access (online routes)

A member noted that the change to repeat online prescriptions is not good as it makes it too
difficult to access. The member noted that to order your online prescriptions, you now need to
download an app. The member added that this limits the number of people who are able to order
their prescriptions online as a lot of people are not IT literate.

A member noted that his online prescriptions would never be completed on time for when he
wanted to pick them up. He added that it was easier to physically give the chemist the prescription
as it would be completed within 20 minutes of handing in the information.

f 6 0n t H March Brang my surgery to ask if | could speak to a doctor or could | have a
home visit as | felt really ill. | have severe asthma. | was told | had to fill a form out
onl i ne, | tried to explain | coul dnot oweld er st a
the form states if you need help filling it in ring the surgery. | received no help at all from
the surgery. | rang 111 for advice, after hearing my symptoms they sent an ambulance. |
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was admitted to Whiston Hospital where | found out | had a tempe rature of 104. | had flu

and a chest infection. o

T ol rang the surgery again the other morning 1t
feeling unwell, | tried to fill the form in online but | was told to seek urgent medical advice.
Shetoldmelwould need to go to A&E | explained | didrt

the hospital but could | please just see a doctor. | was told not without filling the online

form in. She suggested | try to fill it in in a different way, basically lie and say | am
breathless when resting. I put the phone down
needed. 6

Hospital prescriptions

The group noted that it is sometimes difficult to obtain prescriptions from hospital pharmacies
and the prescription has been given aft er the pharmacy closes. This results in the patient having
to return on a different day. The prescription cannot be used at the local pharmacies - only the
hospital ones.

T 0You spend hours waiting ©should besaple to getitid ahe pr es
communi ty. o
T ol had an appointment at Whiston Hospital and
pick up the prescription but Whiston Hospital told me that they couldn't do it for me and
that they would send the prescription to St Helens Hospital —and asked if | could pick it up
there instead. | then travelled to St Helens hospital for my prescription and was informed
that it would be a six hour wait until it was ready to be collected. | couldn't wait that long
as | had other commitments and subsequently failed to receive my prescription. | now
have to wait for the prescription to be sent to my GP, which could take up to four or five
weeks. O

Information about diagnosis

Another member stated that doctors only tend to give patients basic informationab  out their iliness

and donot go into any great det ai | about their d
beneficial if the doctors took more time to explain all of the information to the patient in order

to help coping with their illness easier.

Patient choices ignored

f oMy experience was around being misdiagnosed
finally, | was referred to therapy at Aintree Hospital | asked if this could be done in my
local Walk-in Centre in St Chads but | was advised they would hav e to start the referral
pathway again to access the servicethere -cl oser t o my home?546

A member informed the group that she has had two cortisone injections in her knees which have

worked extremely well for her. She visited her GP in order to be given a n ew set of cortisone
injections but the GP was unwilling to give her any as he thought that she needed a knee
replacement. The member noted that she felt O6too
replacement and felt as though the decision should be hers in how her knee should be treated.

Another member added to the last point and informed the focus group that they have been refused

a knee replacement as they are 0too youngod. The
refusing to give operation s and treatment if the patient is not incapacitated. They suggested that

the GPs need to know that quality of life is still being affected.
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Waiting times/ access

The group highlighted the long waiting times to access services for allergies, dermatology and
speech and language therapy.

T 0The | ong wait for blood results can be worryi

The group said the GP should give results to patients when they are received as there may be
guestions you need answers on.

The group stated that the main problem with GP s ervices is the process in which you can get an
appointment. The focus group believed that there should be a fairer way than ringing up at 8:00am
and waiting in a queue.

T 0oTrying to make an appoi nt mewhenltfiedtoringywaised N was
20 minutes to be put through and they told me to go online and use the e  -consult system.
| was in work, no internet access and said | don't want to use online and they were adamant
| use online access. He was in a lot of pain but they only advised attend A&E if that is the
case. | tried online, took me ages - trying to do this in work, pages of questions, more in -
depth questions that | couldn't answer. My son tried to do it and it kept taking us back to
homepage. Absolute nightmare. We very rarely use the doctors. My daughter has diabetes
- what if | had to do that for her? My mum is over 70 she wouldn't be able to use this

system-i t's not fit for purpose. I felt so frustr
T olt is impossible to get an appoi nmemdonyoun@a nd it
children. There are different doctors and nurses all the time so there is no doctor - patient
relationship (to confide in etc.) There are also no late appointments for people who
wor k. o6
f 0You can't al ways get an a ptigeeisadoupke of veekswatn y o u
The doctors are good, it is always different o
T ol attend the Audiol ogy CIl iali ccand tBrumddegrrseteann d

cannot just pick up the Hearing Aid batteries anywhere rather tha ntraveling -why candt
they be collected at the walk-in centres? Even then they only give out eight at a time - |

think they are trying to make me buy them el se
to travel but about how easy the routeisonpublic t ransport . 6

Dignity and respect

A member informed the focus group that during O6qui
leave the patients whilst they are eating. The member noted that there are people who struggle

to feed themselves who are getting left alone and subsequently failing to eat sufficient food. The

member added that another patient was unable to have a shower for weeks as there was no

functional bed lift to help the patient out of bed. The member noted that this could be due to

lack of funding and staff shortages, but stated that there are basics around dignity and respect

that should be adhered to.

Staff and continuity

The group all agreed that the first point of contact that they would all like to have would be with
the GP or nurse practitioner.

Whichever practitioner patients access they should be central to the decision making - joint
decisions are really important. Very often you feel as though you are a burden on you own practice.

T 0GP continuity-lhavesen7i mpoBtdnfferent GPs at my
f o0For Il ong term conditions it helps seeing the
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T olt is important f or-saoam hampytewad to jeham appantment. G P
Confidence and trust arek ey . 6

T oPr act i coéamNtomfostable with seeing the Nurses as they know their limits and
can be highly skilled. 6

Community based services

It would be good to see more low -level treatments provided through the GP Practices.

Appropriate specialist at an appropriate time

T 0For me | h a dGPanith headatkes whichtlee GP was observing but it was an
eye test which picked up something more sinister and ensured | was referred to St Pauls
Eye Unit it was cataracts and | ended up blind d1 would have wanted to have seen an eye
specialistsoonerasi t may have prevented my eye sight 1o

Location

A member informed the focus group that he had been to see his GP over a problem with his throat.
He noted that his GP is a qualified ear, nose and throat specialist, but is not commissioned to
deliver healthcare on these aspects. As a result, the member had to then be referred to
Broadgreen Hospital. The member stated that this is a waste of resources and time, not only for
himself, but also for the staff at Broadgreen Hospital.

T oI dondt mi todeethe right gpéclalistrbgt public transport can be so difficult
o1 ended up opting to use a taxi £25 each way is not affordable . | would try and access
Patient Transport Services but | want to be independent. The services are excellent when
yougetther e. 6

T oIl't doesndt matter wher dwhénthe appdintment lettardandsis s a s e
is always for another Trust. o

T 0You only have a choice i f t he-venpoftenygon attenalr e c or
where you are told to. 6

T 0A | ot redand thelthoicegof services closer to home has really improved &we can
get x-raysdoneinourWalk-i n Centre now. 0

T olt stildl seems that Trusts compete against o
best for patients. 6

T 0l am happy tocagm adheegxes trhyeyrecords. o

T oCost is a big factor i n where | chose to atte

Access to information

A member of the focus group wanted to know if the money being invested by the government into
the NHS would be distributed evenly between the boroughs or wheth er it would be split
percentagewise.

T ol nformation f or matdsl requese forany infornmgiian rtot be erhailed

through to me as | have a package whichreadst he text . 6 (I have a vi s
T 0The more i nf or malwauld prefdr to be tdddehatta elinic is running late

and the reason why. My consultant regularly ran late but stayed to give the time needed

to patients and complete his list. | have waited on occasion for alongtime  but | understand

the need to prioritise peopleds needs. 0
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In focus: what is important to older people about health and care
services?

As part of our research activity, Healthwatch Knowsley conducted a focus group with older people
in order to gain speci fic insight into the views of people accessing services. This focus group took
place on 5" April 2019, and was attended by 13 people. Below is a summary of the themes and
issues they raised:

1 Communication

1 Inconsistency 0 the same experience is not always delivered by different services in the
same location, or by the same service offered at different locations

I Many NHS services are not as persorcentred as they believe they are. There are many
examples where the interaction with patients (such as booking o f appointments, attending
an appointment, having a consultation etc) requires the patient to comply with the
established system in that department. Frustratingly, these are not always the same from
service to service, requiring patients to be extremely ada ptable as they access different
parts of the NHS, and leading to confusion.

What is good about health and care services?

1 Quick appointments (after being referred by GP)

1 Good examples of choice being offered

9 There should be comfort that an ambulance or medi cal referral will direct us to the right
place

T Rheumat ol oegcgllent serviged . 0

A member discussed her regular appointments at the rheumatology centre in Whiston Hospital.
The member said the service is excellent and she has been given a direct line to the rheumatology
nurses if she has any queries that need answering. She also highlighted that she has been given
more control over her medication as she can choose when it is delivered as she has limited
accessibility to the centre.

Follow-up treatment at Nutgrove Walk-i n Centre after S ur gexaelientdnv.a s
Another member discussed Nutgrove Villa Surgery. The member informed the focus group that

they had recently had a spine operation and their spine was in need of a new dressing. The mem ber
attended Nutgrove Villa and was seen to straight away. The member informed the group that the
surgery also do home visits for people who are unable to make it to the practice.

The development of walk -in centres in Knowsley is generally seen as positive and they offer a good
option to people.

Wards 1la and 1b [at Whiston] are used for GP referred admissions and bypasses the usual A&E
waiting which helps at times.

Choice

A member told the group that they had an ankle fusion a few years ago but now one of the screws
was coming loose and was about to break the skin. The member went to their GP to get referred
and was given the choice between attending St Helens Hospital or the Spire Liverpool Hospital.
The member was pleased with this as it meant that they w ere able to pick a service provider that
best suited them and an appointment was booked for the next two weeks. The member was
pleased with the quickness of getting the appointment and was very pleased with their doctor as
he was very efficient.
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Importan ce of continuity of care

One of the focus group attendees stated that continuity of care is the most important factor for

them. The attendee informed the group that she had continuity of care from her dentist, whom

she saw every month for eight months whi Ist waiting for an appointment at the dental hospital.
The attendee stated that this was extremely helpful to her as she built up a strong relationship
with a dentist who she trusted and who knew her dental history.

What was ok and would have been easy to improve?
Choice

A member of the focus group relayed a patient story about a friend who has a heart problem and
has had to travel to her hospital appointments. The patient is unable to drive, which makes it very
difficult to attend appointments. It was ad ded that patients are not always given options of where
they want to attend their appointments. Clarity needs to be provided about what choices are
available.

A member of the group furthered this point by informing the focus group that he had been issued
an appointment in a hospital that is further away than his local hospital, whilst a friend who has

a similar condition, has been given an appointment in the hospital closer to home. Again, it is
important to understand why some people in the same communit y are being sent to different
hospitals. A member of the group advised that a GP had sent him to a specific hospital because
t h e lyad fdends there who will see to him quicker 0 .

Communication

A member informed the group of a fall that she had recently. The member stated that she had a
fall and banged her head quite badly. An ambulance was called and arrived very quickly. The
member said that the ambulance service was very effective and quickly referred her to A&E at
Whiston Hospital in case there was a bleed on the brain. Once in A&E, the member and her sister
were left alone for hours. Food and beverages were not offered to her sister for hours as she was
not a patient at the hospital. The member added that nobody came into the room to tell her that
she had been discharged from the Hospital. Instead, a message came up on the screen above her
head informing her that she had in fact been discharged. The member was disappointed in the
lack of communication between her and the doctors but was very complimenta ry of the ambulance
service and their quick response.

Wh at di dnot wor k wel | ?

Sometimes an otherwise good experience of diagnosis or treatment can be undermined by
frustrations in the accompanying services, for example blood tests, scans and pharmacy.

The Hospital pharmacy can close preventing people going home, or requiring them to return next
day for hospital prescriptions.

A member informed the group that they were referred to Whiston Hospital because of leg pain.
The member added that they were extremely happy on the first day as they were seen for a scan
within ten minutes of arriving for their appointment. In addition to this, the member added that
they were receiving frequent updates from nurses informing him exactly where he was in the
process. The member was asked to return the next day for blood tests and was disappointed at
the fact that he was left in a waiting room for four hours to receive the tests. The member was
eventually seen and was diagnosed with deep vein thrombosis. The member received a n injection
and was given a prescription at 7:00pm. This was bad as the pharmacy counter in Whiston Hospital
closes at 6:00pm. The member had to return the next day to the hospital in order to access his
prescription.
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With the move towards seven-day working and extended hours, it was felt that support services
should be working in a similar manner.

Nursing staff shortages

T oThe consul tants ar e excell ent. The nur ses p
sometimes it can take time to sort things out. The mor e staff the better as some of the
staff are excellent. The hospital can be very good but it is mostly okay. You can buzz and
wait up to an hour and a half across a lot of the wards as generally the staff are really
busy and stretched to the maxi mum. 0

Misdirected via NHSL11

A member told the group about his wifeds eye appoi
NHS111 after his wife had complained about bright flashes and a pain in her eye. NHS111 advised

that the member took his wife to Hospital in  order to have a check-up. The appointment was

booked for 9:15pm which meant that the waiting time whilst in the hospital was relatively small.

Once in the appointment however, the doctor apologised to the member and his wife and informed

them that they wou Id have to visit the Royal Hospital eye specialist walk -in centre as there was

nobody present at Aintree Hospital that could diagnose the source of the eye pain. The doctor

further apologised as they had out of date equipment which meant they were unablet o provide a

diagnosis on the eye. The member was left frustrated as they felt as though they had been

signposted by NHS111 to somewhere that could not help them.

The group responded to this situation advising that they had had very mixed experiences of NHS
NHS111 advice.

Long waits when attending a hospital

A member had a split tongue and attended the Walk -in Centre. The triage at the practice informed
the member that there was nothing that they could do as it was late at night and nobody was in
the Centre that could help at that stage. The member then went to hospital at midnight and had

a four hour wait to be seen by the first available nurse dhis tongue continued to bleed. The nurse
then tested the member s bl ood pr eTdesmemberirdomed want e
the group that he thought this was unnecessary as it was only a split tongue and the issues was
that it would not stop bleeding. The member added that he informed the receptionist that he does
not need these types of tests; however, h e was met with rudeness from the receptionist. The
member then had to wait until 4:30am to be seen by a doctor who could help with his tongue. The
member was extremely unhappy with the waiting times and the lack of communication not just
between the hospit al and the patient but also between the doctors and nurses.

Waiting times and access - Primary Care

A member of the group stated that she had been waiting for a week to get an appointment after
finding a lump. She was happy with the service she received an d was given the all clear. However,
the member was unhappy at the length of time she had to wait for an appointment with her GP,
especially when it concerned something as serious as finding a lump.

An attendee informed the focus group that they had recentl vy called their GP at 8:15am for an
appointment. The attendee stated that they personally had made 51 calls to the practice without
getting through. The attendee also noted that a friend had been trying to call the practice for an
appointment and subsequently had to make 101 failed calls to the practice as the lines were too
busy.
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Communication

During treatment at A&E, a decision was apparently made that a patient was ok to be discharged,
but this was not communicated to the patient or their family who r  emained in the cubicle for
some time and could have left freeing up space for another patient.

It was reflected that sometimes the medical staff
and concerns. For exampl e, 0 w gation ar sugigestimg & treatmene r t a Kk i
which does not i mmedi ately appear relevant to the

The levels of knowledge about services varies between patients. An example of this is that one
participant was aware St. Pauls Eye Hospital had out of hours appointments d other people could
not possibly know this.

Who to see
T 0Continuity is important. An ongoing problem v
seeing the same dentist who is aware of and un
f 0Ouri &Pa teaching practice which means |little

1T 0OExperience of obtaining results of tests etec
(speed and level of pro -activeness). Also, inconsistencies around who gives you the
outcome of your investigation/test 0t he consul tant or your GP?60

Location

It was said that Centres of Excellence are fine if you can get there. In the main people organise
lifts and family members support people. It is the people who are isolated and without support
that need to be helped.

The group expressed confusion aroundwhether there are choices for where treatments take place.
This extended into uncertainty around which places provide specialisms, and therefore why a
referral is to a certain hospital/location rather than a more familiar one or location.

Information

1 0 Weshould seek to make more information [about common long -term conditions]
available in schools as part of the curriculun
T ol was gi v e nactiVeoinfematiorf frorp the hospital about blood -thinning
medication immediately having been prescribedit dgood experience. 0
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P e o p lexérisences of NHSsupport for specific

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 153 responses in total
to this survey. This section breaks down the re sponses we received in terms of number of people
by specific condition:

Table 5: Respondents with specific conditions

Autism B
Cancer 15
Dementia 6
Heart and lung diseases 40
Learning disability 4

Long-term condition e.g. diabetes, arthritis 74

Mental Health 11

Table 6: Who are you responding on behalf of?

Autism 0 3
Cancer 12 3
Dementia 4 2
Heart and lung diseases 37 2
Learning disability 4 0
Long-term condition e.g. diabetes, arthritis 68 5
Mental Health 9 2

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

Autism 3 0
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Cancer 8 7
Dementia 4 2
Heart and lung diseases 32 8
Learning disability 4 0
Long-term condition e.g. diabetes, arthritis 53 20
Mental Health 6 5

Experience of getting help and support

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

2 0 0

Autism 1

Cancer 11 1 3 0
Dementia 3 1 1 1
Heart and lung diseases 31 4 5 0
Learning disability 1 1 2 0
Long-term condition e.g. diabetes, arthritis 55 8 10 1
Mental Health 6 3 2 0

Autism:

I oWe were not signposted to support services. Assessments were not undertaken due to
funding issues. Families are left without support. 6
9 oCould have been sooner.6

Heart and lung diseases:

1 0The GP could have given advice on how to make my problem better. 6

1 0OAn earlier diagnosis would have been beneficial. | was treated for a heart attack, a  rrived
by ambulance at 10:40am and got diagnosed at 4:30pm. 6

1 OHad to wait 15 months for heart surgery 0.

1 0Could have found my problem sooner. My DNA had to be sent to Newcastle for the results
to be correct. 6

1 OThere was a lack of communication between hospi tal departments which resulted in long
term inconvenience. 0

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

1 OReferrals to specialists were approved and appointments carried out within timescale. 0
1 OMore personal approach.6
9 oDifficulty getting GP initially . 6

What would you do? 185




NHS Long Term Plan Engagement Programme healthwatch
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1

oo candot faul tlretelved.0t r eat ment

0The GP could have sent me to the hospital for diagnostics and given advice for therapy. 0
0The GP has prescribed tablets which were good at first but now no longer work. 6

olt is very difficult to get an appointment  at your local GP as all appointments have gone
when you ring in the morning. 6

ol was advised by my doctor to take statins because of my age. Other than this | take
calcium for my bones. My doctor is looking after me well and | feel lucky to be in goo d
health. 6

oX-rays and physio could have been provided earlier in the problem being diagnosed. 6
OEarlier appointment once referred to the consultant. 6

ol would not fault the help that | received. 6

ol applied for a lift assisted device for a bungalow. But was tol  d | was not suitable as | was
not in receipt of any social services help. 6

ol have been offered no support just pain relief . 6

Mental Health:

T

=

=

1

oDaughters first episode with psychosis she was not offered any ongoing support, and has
still not been able to access ongoing support. Everything happens in a knee jerk response
such as leave well alone until she reaches crisis point yet agai n.6

OFollow up appointments t 0 monitor condition. Difficult getting a doctor appointment. 6
00n discharge, the nurses gave me information about Imagine support and Headway
(support for people with brain injuries). Without those contacts and information, | would
not have been able to ac cess the support | needed.6

0 was feeling upset and anxious and having a panic attack. 6

olt is clear that there is the need for the staff to have an understanding of mental health
issues.o

ol am a qualified mental health nurse and, in my role, | have to be able to look after
patients with physical needs as | believe in holistic care . 6

olt took a very long time to diagnose my conditions. 6

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

1 0 0 1

Autism 1 0
Cancer 7 4 3 1 0 0
Dementia 1 2 1 2 0 0
Heart and lung diseases 18 14 7 1 0 0
Learning disability 1 1 1 1 0 0
Long-term condition e.g. 19 28 17 6 0 3
diabetes, arthritis

Mental Health 2 1 3 2 3 0
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Table 10: Do you have any other/additional conditions including long term conditions or
disabilities?

Autism 2 1
Cancer 7 8
Dementia 3 3
Heart and lung diseases 34 6
Learning disability 4 0
Long-term condition e.g. diabetes, arthritis 52 22
Mental Health 6 5

Table 11: If so, how would you describe the experience of seeking support for more than one
condition at a time?

Autism 0
Cancer 4 2 1 0 0
Dementia 0 2 0 1 0
Heart and lung diseases 12 16 5 1 0
Learning disability 1 0 3 0 0
Long-term condition e.g. 10 25 13 3 1
diabetes, arthritis

Mental Health 1 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?

Autism 3 0 0 0 0
Cancer 0 0 0 0 0 0
Dementia 0 0 1 0 0 0
Heart and lung diseases 1 0 2 1 0 0
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Learning disability 0 0 0 1 0 0

Long-term condition e.g. diabetes, 2 1 2 0 0 0

arthritis

Mental health 3 3 2 0 0 0
Autism:

1 oWe are actually still waiting. It's been three years and we have another 6 monthsto  wait,
at the least, for a first appointment. 6

Heart and lung diseases:

T ol wai ted two weeks. 0O
T ol't was sorted within a couple of weeks. 6

Long-term condition e.g. diabetes, arthritis:
1 o \V&lited over a year for an operation . 6

Mental Health:

1 o0 Af tfiveryears of suffering my daughter still has not had a proper diagnosis, as every
time she eventually gets an appointment at mental health she is seen by a different
consultant or senior nurse and the reports tha
T 0Gi ven t hat \vulnemblesand net@utin amivate roomi t was too long (about
15/ 20 minutes). 6
T ol had to wait a |l ong time because they just |
as soon as | explained my symptoms to my GP. 6

Table 13: How would you describe the time you had to wait between your initial
assessment/diagnosis and receiving treatment?

0 0

Autism 0 1 0 2
Cancer 0 8 1 1 4 1
Dementia 0 2 2 2 0 0
Heart and lung diseases 1 14 11 6 6 2
Learning disability 0 1 2 1 0 0
Long-term condition e.g. diabetes, 2 19 88 10 7 3
arthritis

Mental health 1 2 3 0 1 3
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Table 14: After being diagnosed or assessed, were you offered access to further health and
care support?

Autism 1 2
Cancer 3 12
Dementia 2 4
Heart and lung diseases 13 25
Learning disability 2 2
Long-term condition e.g. diabetes, arthritis 29 42
Mental health 4 5

What could be improved about health and care support?
Autism:

1 0Given printout information of tablets. 6
Heart and lung diseases:

1 oBetter communication between healthcare groups. 6

1 0The person who tells you what the condition is so you know exactly what you are dealing
with. 6

ol had to wait for over three months with a tube in m e before | could have my operati on.6
OWaiting times at hospital for blood tests could have been shorter. 6

OMore physio. 0

1 olmprove checking system more often. 6

= =8 =4

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

1 OWas offered physio but it was useless. 6

1 oThe support could be more accessible locally so | don't have to travel as far to my
appointments. 6

0 Mre information given . 6

OActual knowledge of correct measurement of supports. 6

0The support didn't work for my healing process. 6

OMore information from clinics and specialists. 6

OHaving things explained better. 6

ol went out of district so nursing staff weren't allowed to support. o]

OWaiting times for appointments. 0
1 OExtended support of activity for life. 6

= =8 =4 = -8 - -9

Mental Health:

1 "Mental Health suffer ers need long term regular one to one support to enable them to
have longer recovery times. Instead of having to start afresh each time they have a relapse
of their M ental Health and then having to wait three to six months to get an
appointment. 0
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I oWaiting tim es for appointments just causes more anxiety and stress."

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

Autism 1 2
Cancer 15 0
Dementia 3 3
Heart and lung diseases 35 4
Learning disability 4 0
Long-term condition e.g. diabetes, arthritis 57 17
Mental health 7 3

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

0 1

Autism 0 0 0 0
Cancer 0 1 3 8 3 0
Dementia 0 1 0 2 0 0
Heart and lung diseases 2 5 11 10 6 1
Learning disability 1 0 1 2 0 0
Long-term condition e.g. diabetes, arthritis 2 9 21 16 5 3
Mental health 1 2 3 1 0 0

Heart and lung diseases:

O nneonth. 6

T whours. 6

T h rneeaks. 6
®er one year. 0
Mnths. 6

F odays 6

0 Aew months. 6
S weeks. 6

0 T wmonths. 6
0 T h rmromths. 6

=
o O O O

o

o

= =8 =4 = -8 4 -8 -9 -9
(e el
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0 Onneonth. 06
0 T wweeeks. 0
00nly took a few hours. 6
1 O0Foweeks 0

= =4 =4

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

=

olt depends on the speciality. Ortho paedics can take longer than upper limb . 6
0 T wweeks. 0

0 T h rmorths. 6

oMonths. 6

0 F oweeks. 6

01-2 months. 6

OMonths. 6

0 Onneonth. 6

OMonths. 6

0 Thrweeks. 6

0 F oweeks. 6

018 months for a knee replacement . 6
0 T h rmorths. 6

0 S imanths. 6

0 T wweeeks. 6

0 Guple of days. 6

0 Aew months. 6

ONot long at all. 6

= =8 =8 =8 =8 8 -8 -8 -8 -8 - - -f - -n g
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Mental Health:

9 ol think it was about six weeks. 6
T o Aew weeks. 6
1 o 8l waiting, six years later. 6

Table 17: If you needed it, how easy did you find it to acces s ongoing support after you were
diagnosed or assessed?

2 0 0

Autism 0 1 0 0

Cancer 3 3 2 4 0 2 1
Dementia 2 1 0 1 1 1 0
Heart and lung diseases 8 8 4 13 1 1 4
Learning disability 0 0 2 2 0 0 0
Long-term condition e.g. 7 < 6 28 3 9 11
diabetes, arthritis

Mental health 0 0 1 5 3 0 1
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Table 18: Did the support option you were offered meet your expectations?

0 0

Autism 2

Cancer 7 1 7
Dementia 3 2 0
Heart and lung diseases 27 5 4
Learning disability 1 1 2
Long-term condition e.g. diabetes, arthritis 42 10 14
Mental health 3 8 8

Why, and what could be done to improve?
Autism:

9 olt could have happened quicker. The waiting was frustrating. 6
Heart and lung diseases:

1 OBe accessible by phone 6

9 oBetter information sharing between healthcare groups. 6

1 oONo information on long term care . 6

1 oMy doctor didn't know what was wrong with me. | was sent to specialist and they still
didn't know what was wrong with me. 6

1 o Dferent doctors telling me different things . 6

1 ONot to be left in agony for months with several wasted days with unnecessary hospital
appointments. 0

1 O Kep issuing sufficient prescriptions. 0

9 oToo stereotyped with the care. Not everybody reacts the same way.o6

I OMore screening after certain ages . 6

1 oCare was very good, met my expectations. 0
Long-term condition e.g. diabetes, arthritis:

1 OAsk patient and agree a solution if possible. 6

1 o T h eegdedto talk more and explain thingstome . 6

1 0 Br injections to be continued every so often. | am allergic to so many side effects from
tablets. 6

oUnderstanding exactly what was required. 6

0 Med to prioriti se specialist visits . 6

OMore regular check-ups. 6

OMore help with travel to appointments. 6

0Offer longer home care support after surgeries. 6

oTransport could be offered when attending appointments. 6
0Trying to get to see the same doctor that found your diagnosis. 6
oTime taken to see specialist could have been shorter. 6

=A =8 =4 =4 8 4 -8 9
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9 oListening to needs and getting m edication right. 6
1 ol had a life changing condition and was given very little advice about it. | also had to wait
11 months for a review appointment with a consultant. 6
1T OProbl ems getting appointbments at doctorsd sur
1 OExplaining as soon as went to support. 6
1 OAll being in the same district. 6
9 oProvision of the support given would be better if provided nearer to our home and not

limited to just a few visits then being discharged to manage alone. 6
Mental Health:

I ONeeded 1:1 support such as weekly support vi sits to check on wellbeing . 6
1 o Qicker and more coordinated . 6

1 oFollow up appointments and support groups. 6

1 0The consultant helped with the shock of having surgery. 6

1 o 8l awaiting my appointment six years later. 6

Table 19: During your whole experience of getting support did you receive timel y and
consistent communication from all of the services that you came into contact with?

Autism 1 2 0
Cancer 9 2 4
Dementia 2 3 0
Heart and lung diseases 25 6 5
Learning disability 2 2 0
Long-term condition e.g. diabetes, arthritis 47 12 8
Mental health 2 5 3
Autism:

9 ol contacted the early help team, social services and MASH [Multi Agency Safeguarding
Hub] myself but was not able to access any help until the family completely broke down
two years later. 6

Heart and lung diseases:

M ONeeded more advice. 6

1 OAny shortfall was due to me not expecting the information that | was given at the time. o]

f 0Getting to see the right people for help. 6

1 OBy seeing one doctor as every time | went, | had to exp lain the same thing over and over
again.o

1 ONo communication between departments in hospitals . 6

1 osStill waiting for an appointment. 6

1 0OStop putting operations off for several months . 0

1 OMore consultation in the beginning. 6
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1 oFollow up appointment was given as seven months and should have been four months. |
had to ring to get four-month appointment to get further ECG. 06

9 ol live on my own and | felt alone throughout the support. | did not have anything
explained to me, but | didn't ask either . 0

Long-term conditio n e.g. diabetes, arthritis:

1 oMore information needed in writing posted to the house. 06

1 0 Meded to have someone to talkto . ¢

I ONot to be told | could not have injections because the NHS was no longer paying for
them. 6

ONever seen the same doctor twice. 0

0Given extra physio. 0

olt could have been explained better. 6

oMore information from the specialist. 6

oOListening particularly when there are health issues. 06

OAccess to medical staff to give advice and not having lengthy gaps between
appointments. 0

0Getting the r ight information straight away. Didn't hear news as it went along. 6
OHave had good care but not the assurance of continuity of care from GP. Important to
see the same person during flare ups of condition. 6

1 0Could offer specialist transport to appointments. 6

1 oMore follow up appointments . 6

1 ol was not told of the various equipment you can get at home to help. 6

=A =8 =4 =4 =8 =4

= =

Mental Health:

1 0Seeing a different professional at each appointment doesn't help at all as you have to go
through your situat exbaustrgdch ti me and itds
0 Mre explanations needed. 6

OHelp and support to deal with condition. 6

0 \V&lk in was diabolical . 6

06 years is a long time for an appointment. 0

=A =8 =4 =9

Time spent travelling to access support and care

1

Table 20: What is your main means of transport?

Autism 2 0 0 0 0 2
Cancer 7 7 0 0 1 0 7
Dementia 2 2 1 0 0 0 2
Heart and lung diseases 8 10 16 0 6 0 8
Learning disability 2 0 1 0 0 1 2
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Long-term condition e.g. 24 13 22
diabetes, arthritis

Mental health 1 2 4

11

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

Autism

Cancer 4 9 0 2

Dementia 0 4 1 0

Heart and lung diseases 10 19 5 5

Learning disability 1 2 0 1

Long-term condition e.g. diabetes, 24 36 7 7

arthritis

Mental health 2 5 1 1
Table 22: How much time would you be willing to travel for to receive specialist treatment or
support?

Autism 0

Cancer 2 7
Dementia 0 4
Heart and lung diseases 6 18
Learning disability 1 1
Long-term condition e.g. 15 36
diabetes, arthritis

Mental health 1 5

What would you do?
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Your expectations at each stage of your care

Table 23: What is most important to you when first seeking help?

Autism

Cancer 3 11 1
Dementia 1 <) 1
Heart and lung diseases 25 12 2
Learning disability 3 1 0
Long-term condition e.g. 45 21 7
diabetes, arthritis

Mental health 8 6 1

Table 24: What is most important to you  when you first received a diagnosis and explanation
of treatment or support options  ?

Autism

Cancer 4 11 0
Dementia 2 2 1
Heart and lung diseases 22 12 4
Learning disability 1 2 1
Long-term condition e.g. 39 28 7

diabetes, arthritis

Mental health 4 5 1
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Table 25: What is most important to you d uring your initial treatment or support ~ ?

1 1

Autism 1

Cancer 2 13 0
Dementia 1 3 1
Heart and lung diseases 23 14 1
Learning disability 2 2 0
Long-term condition e.g. 37 27 9

diabetes, arthritis

Mental health 5 5 0

Table 26: What is most important to youd  uring your long term support ?

Autism 1 0 2
Cancer 7 8 0
Dementia 3 1 1
Heart and lung diseases 23 14 3
Learning disability 1 2 1
Long-term condition e.g. 34 il 8

diabetes, arthritis

Mental health 5 3 0
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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?

0 3

Autism 0 0
Cancer 3 2 10 0
Dementia 1 0 5 0
Heart and lung diseases 6 7 26 1
Learning disability 1 0 3 0
Long-term condition e.g. diabetes, 14 9 48 3
arthritis

Mental health 1 1 6 0

Autism:

1 OEasily accessible support services 24/7.6

1 0Get the diagnosis sooner and the follow up sessions sooner. 6
1 OHealthy living advice and groups available. 6

9 oListen to what | am saying and not be dismissive.6

Cancer:

1 OEasier GP appointments with the same GP.6

1 oOffer regular monitoring and make contact with the patient if necessary over the phone. 6
1 OHave community groups to keep fit. 6
1 oEmploy more staff to advise healthy options. 6
1 oODietary information to control certain conditions. 6
1 oCommunicate better . 6
Dementia:
f 0More information. 6

T oMore advice on the condition. 6
f oHave an advice department on premises for pat

Heart and Lung Diseases:

1 OEncourage me to have regularcheck-u ps at my surgery. o

f oListen to what | ami ssasyvegéand not be dism
1T 0Getting an appointment within a week and not
drop-i n centre because they can't cope in the sul

T oLearn more about my condition as no one seems
toStockport or Newcastle. 6

f oPut you in touch with people with the same pr
1T 0ORegul aupshéé&ck
T 0More frequemrst 6check
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= =8 =8 =8 =8 8 -4 -8 - -9
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Publish any information that applies to the g
Keep promised appointmegtshemsakehbhdt bé thameebdl
Regul ar health checks to monitor the way the

To be there to give advice when needed. ¢

Regul aupshat¢kt he GP for hospital revi ews. 0

Provide the information of | ocal support grou
sigoapsgpport groups in the area. o

Pl ace the care that | need all in the same pl

Keep me informed of any new treat ment or exer

I enjoy my isnudbegppendewhceen needed to enabl e thi:

Encour ageoasnamuiahy for ordinary | ife actiyv
Look at diet and exercise. o

o O O O O O O O O O O O
_|
o

Learning Disability :

T

0To have qualified staff running our ment al

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

1
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=A =4 =4 4 -4 4

= =

= =9

=A =8 =4 = -9 A =9

ORegular visits to the hospital. 6

OMore staff and shorter waiting times. 6

OHave someone to talk to rather than just be handed a leaflet. 6

0 Bgular appointments to check my condition. 6

ORegular medicine reviews. 6

OMake sure my prescriptions are repeated. 6

OTreat me like an adult and explain so that | can understa nd. If | had the information |
could do more to help myself. 6

0Give more information about treatment and drugs . 6

OMore regular check-ups . 0

0Offer transport to appointments when help is needed. 6

o0Keep me informed of all the information | need. ¢

oOffer literature and advice on keeping healthy. 6

Olssue more same day appointments. GPs are too often running out of appointments for
the same day resulting in a lengthy wait for an appointment. 6

oProvide advice on exercise and healthy living. 6

OVisit occasionally and see if the treatment is still suitable . 6

oProvide information about how best to manage the condition and sustain at current level
for as long as possible.6

oWhen | need help, | would appreciate KMBC helping me to stay in my own home and
provide me with support. 6

ORegular contact with the same doctor during each visit. 6

olssue dietary information. 6

0Getting the things that you need for quality of life. For example, a ramp for the house
if you are in a wheelchair. 6

0Give more information on self-management and social prescribing. 6

OWays we can get support in the community. 6

OHolistic therapies, particularly to manage pain. 6

0Offer more support in the future , when | need it. 6

oOKeep fit classes. 06

OoRegular checks on medication and blood tests, p odiatry and visits to practice nurse. 6
OMore information to understand the conditions. 0
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=

OMore staff to support . 6

OEmploy enough staff to cope with demand . 6

1 o Rovide care locally. Advice and information about life style choices and encourage
community to su pport one another to help those in need. 6

1 ONot have to be between the GP and hospital to get prescription requirements. 06

0The NHS send several messages on how to keep healthy. It is then up to the individual to

do these. 6

oProvide better communication for people to get information. 0

0 tlis up to yourself to stay healthy mainly . 6

0Simply to explain all avenues of treatment as the condition continues to progress . 0

1 OKeep a close eye on med

=

=

= =8 =4

Mental Health:

1 OBy regular check-ups on health and wellbeing . 6

0 8me conditions need more explanations and information . 6

oDoctors to keep an eye on your conditions. 6

0Staging involved with Imagine Support and my voluntary sector activities is a life line for
me. | fight daily against thoughts and suicide so it is so import ant for me. 6

OHave staff who can provide reassurance and knowledge of mental health issues. 6

1 oListen without thinking they know best. 6

= =4 =4

=

Further comments

Autism:

1 Olt took a private service to start the ball rolling. Everyone who needed a copy of the
report got one. The NHS has now taken on the situation and are really helpful. 6

Cancer:

1 ol have had three lots of cancer throughout my life time. | am very grateful to the NHS
staff who have dealt with me. 6

Heart and Lung Diseases:

f oVisit my doctmarker sguulearll yhatve no medi cal probl
T 0Younger peopl e' s needs to be more focused o
representation. 6

T 0Can't get appointments and i f you have more
make a double appointment you are onl y in the same time as you would be with a single
appointment. o

1T 0OResults take far too |l ong to return to you.©6
1T 0ORegul aupshéok the over 75s6
T ol was sent to the dent al hospital and was t ol

follow up appointmen ts but after that, nothing. My situation has got a lot worse and
nobody gives me support or asks about my condi
f O0Hospitals are great for heart attack conditio
Any equipment needed for home takes foreverto ar ri ve and i s uswually t
f 0End wup seeing too many doctors at too many
di fferent opinions on the same case. 0
T 0To get advice from the doctor by phone when |
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T oWhen an item is | efitptafofn,a trhentphlty empmnte sschroul d
T ol had a heart attack i n November 2018 and t he
taken to the Royal Hospital in Liverpool and the care could not have been better. | saw
the consultant straight away and was dia gnosed effectively. | stayed 3 days in the hospital
and the care was excellent. o
T olt is extremely hard to be able to see a cons
T oIt is I mportant that prescriptions are recei\
to wait a week for prescriptions to get from d

T oWith myTheagwcs was wrong and quite often the appointments were cancelled
across a few months. The Royal Hospital referred me to local support, Bradbury Fields and
they are fantasti ¢ . 0

T oCommunity support could be encouraged to assi

f o0More GPs are needed so appointments are
T oMore follow up appointments to check he

Learning Disability :

qgui ck
alth ¢

T 0There needs to be more help for nwheanr tnhyr ijtoiisn.t

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

f 0This questionnair e do-&esnconditions thatVhave whidh don't he | o

get support or medication. o6

T 0The doctor is helpful but not al way#frtimesai | abl
Phone calls from nurses. o

T ol feel as though my condition is ignored a | o

T 0Need more publicity from Primary Care about
attend for. o

T 0Overall the NHRAliwaywerryoogroddr i mprovement. o

T 0The phone consultations are good and | feel m
way. o0

f 0oWhen you go to the doctor, they don't back ¢
you have had. o6

T oI feel we arlkawerogur uUMHKS. & o

T olt takes too |l ong to see a health professiona

T ol have received excellent attention from priyv

and an eye condition. 6
f OFrequent ceunptsactto csheeec khkow you are. 6

T 0Ther e needsadtenrisingabountleafeercare scheme. There also needs to be

more advertisements about schemes such as the dial and ride scheme for people with

di sabilities who struggle to get to appointmen
9 oDi abetes can be contkrohéeldt hcébecks on gener a
f oMore money should be given to communities to

care really near to our homes. Family doctors

|l ives in the situations they are in.?o

f 0Having recent |l vy, | mustcernmens dhe NHSrfag alrmy treatment and
support.o

f 0The diagnosi s | received was for Osteoarthrit
of elbow and hand problems | have not been referred for any specialist investigation as

yet . o
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Mental Health:

T O0Need to involve family and take more notice o

T olt is so difficult to get GP appointments. I
to get them. I ended up having to buy them mys

T olt would be bett e he confractlwithihiatenhratheregharhhaving to
travel to the Royal or Aintree. o

T oYe®Whi ston hospital to introduce the sexual or

T 0Be mor e undksterstd peoplé withpng -t er m condi ti ons. 6

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

As part of our research activity, Healthwatch Knowsley conducted a focus group with people with
Mental Health conditions and carers of people with Mental Health conditions to gain insight into
the experiences of service users. These focus groups took place on the evening of 5™ April 2019,
and was attended by 12 individuals.

The main issues discussed were:

1 Access to GPs appointmentsto discuss Mental Health concerns as a first point of contact -
barriers to accessing support.

1 Timely Access to Specialist Support following GP signposting/referral. Specifically,
IAPT/CAMHSs and access into the services. What happens next if talking therapies do not
work for individuals dwhere are they signposted if it is not working?

1 Prevention activities and support in the community through the voluntary sector and
community support groups and the impact of Local Authority funding cuts on the
community offer.

9 Information resources available to community members regarding how to access support
to prevent a mental health crisis or to understand what is happening to a person you care
for.

1 Crisis provision d The group referenced being involved in conversat ions long term about
crisis café or identified safe spaces in the community model but this has not been acted
on.

1 Importance of building a relationship with mental health practitioners and being able to
trust staff.

What is good about health and care ser vices?

The theme of building relationships with staff members was a really important conversation
regarding mental health services for Knowsley residents. This featured within what was good about
services accessed to show how this really makes the differen ce for people.

f 0The Pathways advisor went out of her way to h

on my mental health. o

T oTalking therapies are extremely i mpoforsomat f or
people this works well .6

T oLi f e sithoui (Mental Health Inpatient Unit named) | would have ended my life.

They are caring compassionate amazing people and | can't thank them enough for the help
and support.o
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T oLovely staff and good food all hel pedntUnig r eco
named) . 0O

Services that are patient focused and responsive to the differing needs of people was a key theme
and individual members of staff really make the difference to a positive experience of care.

What was ok and would have been easy to impr ove?

The group discussed NHS staff leaving posts and the gaps in service this causes and how this can
be really distressing for patients. It was discussed that handovers could be improved to ensure
that continuity is maintained for the patient and carer.

People also talked at length around what managerial staff think vs community wants and needs.
It was highlighted that what communities want may not be possible but this needs to be
communicated clearly as to why the services cannot be developed in line w ith community views.

It was felt that the way in which GPs interact with carers could also be improved. A significant
amount of work has been undertaken locally to raise the profile of carers and how they should be
listened to and recognised as part of th e solution. More can always be done to ensure that people
with a mental health illness and their carers feel safe to talk and feel listened to.

There seems to be a concern that GPds awareness
As per ger dsmproved Iftdis idae area that the GP is not comfortable with then quicker

referrals should be made through to appropriate services to help people access support or provide

a further diagnosis.

The patient wants to feel listened to at each contact wi  th NHS staff members.

T oCommunication skills, | istening and people do
differencetome of eel i ng forgotten is difficult to cop

T 0There is a need for mor e sy mpopdtiéntstoitalkabBUP s wh o
their concerns regarding mental health. The 10 -minute rule in which GPs give a short
amount of time to patients simply doesndt wor
ot hers should do. o

The group discussed that there is often a common misdiagnosis from the GP and specialists which
results in the doctor not looking further than depression. Depression may be the result of an
underlying medical problem that doctors are failing to identify. The impact of pain management

or dealing with life crisis points such as bereavement/relationship break downs may require
additional support other than anti -depressants.

The levels of information available about the types of support people can access is really
important. It is important that thi s is accessible in key places in the community also. Not everyone
is online.

T 0The group stated that word of mouth is real/l
support is good and beneficial for them to access. Utilising the local community is so
important . 6

It was discussed that not everyone has access to online resources and it is still important to utilise
the local community to inform what people can access. It was felt that local communities and
voluntary sector organisations are crucial to helping pe ople access the support they need. More
promotion is also needed in the work place around what support can be accessed.

Staff members not listening to the thoughts of service users and carers is felt to be an area that
can be easily improved on. Initiative s wi t hi n t he NHS such as &dmy name
on practice. O6Here (hear) to |istend may al so rea
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Wh a t di dnot wor k wel | ?

The group continually reminded that you cannot overemphasize how important relationships are
in supporting people. Comments captured included:

f 0The doctor didn't know me and was quick to |
the doctor said that | was '"emotionally wunstahb

T 0The CPN didndt get whpgease listen tvraesandctakarthertime td r o m
understand. 0

T ol have OCD and the CPN milfluas thaghsdttvasadastengf c ondi
ti me and went back to see the GP. 6

T 0A person may not have a ment al heathatissgqual i f
i mportant. Some staff just do not give a toss.

Access to timely medication reviews was an area t
group.

1T oPatients often get given a review date but te€
result of last minute cancel lat i on s , among other factors. o

It was suggested that there should be guidance published over the period of time  dsix months or

sodt o see if the treatment is improving someoneds
help people receive the correct levels of medication. Concern was also raised over the lack of
information available linked to how medication is affected by alcohol use and how this is
communicated to patients.

This was supported by underlying concerns that reviews of medication are never on time and only
take place when requested by the patient. For vulnerable people such as those with a mental
health condition this can prove to be a barrier to receiving the right level of care linked to
medication.

The group agreedt hat t here should be a care plan develop
which details review dates and can be used in both secondary and primary care. Having the systems
in place to share this information is really important.

Which person to see

The group stated that in many practices, the receptionist decides how severe the patient cases

are. The receptionist has to decide who should be seen urgently and who should not. However,
they do believe that it would be better for a doctor or a trained nurse wo  uld be better suited in
deciding which case is more severe/urgent.

o0Continuity of <car e 0w the samea persoa Whether ihie a GR @ méntal
health professional i's key. It is better torysee t
and the familiar face could help the patient feel more comfortable about talking more openly

about their problems. ¢

It was stated that:

T 0The GPs someti mes t hriooneasmihahidecradasa, then a 4-6 weelo u
wait to understand what is going on and with medication tweaks means that it is six
monthsgone and you dondt hav-emagbeitid betertosbeanental s goi I
health professionals sooner to try and access
T oWe want t o tpesen quidker. My sogwas on anti -depressants for years but
the real i ssue was sleep related. 6
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T oMy GP wa sl had gbne twp years without opening the curtains in the house
following my wife passing away. | described a pressure pushing down on my head to the
GP and he started me on the route to treating my anxiety & he listened and the weight
was lifted off mej ust knowi ng someone understood and co

T 0The same peasvsomeohel who knows me and | donot
inconvenience asking for a double appointment.
T 0The GPs feel Il i ke t he onbu shauwdehis not betopenedupc e s s ¢

so that people who understand their needs/mental health condition can access different

routes to help - quicker? The pharmacy advice has really helped me in the past but this

i sndt communicated widelybenbebpedodmore peopl
T 0Choi c e-fdrme the drgt point of contact is the GP  d maybe that is a generational

thing-but it is becoming more difficult as staff
T olf it is not easy to access then peogndcesiswi t h
foll ows. O

It is felt that the crisis team is for people in secondary care and IAPT is for people not in crisis &
but what happens about the gap in between. The question was posed about crisis prevention for
people not currently in services.

Where do you want to be seen?

Public transport is such a big issue and a barrier to people accessing support.

T oSome of my friends wonodt use the bus due t hei
f oLocal and in our community is the best place
T 0The gr oup gadthi thevevisla &ack of service for crisis intervention and it would

be better to have Mental Health CPNs attached to the GP practices and working closely

with GPs. Seeing a CPN or Mental Health professional earlier may help both ease the

pressureonGPs but al so enable patient to see the r|

It was reiterated that the focus is on secondary care and not prevention and that support services
and information to prevent crisis is lacking. More focus should be placed on seeing people and
supporting people in their community.

se in sending someone with a

T oWhere is the sen
the region?6

department in
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Healthwatch Knowsley - Appendix 1 d Experiences
of visiting the GPfor people with a learning

disability

In April and May 2019, Healthwatch met with members of the BIG Groupin Knowsley to talk about
experiences of people with a learning disability visiting their GP.

Who we spoke to and when:

Kirkby BIG Group- 10 people (24 April)

Brothers of Charity Self-Advocacy Group- 18 People (26 April)
Knowsley Hub BIG Group- 8 people (3 May)

Acorn Farm BIG group- 10 people (7 May)

Stockbridge BIG Group- 5 people (7 May)

E R

This is what they told us:

Healthwatch helps people talk

healthwatCh about their experience with

Knowsley Health and Social Care
The BIG group means Being

Involved.

Members of the BIG Group are
self-advocates.

o
)

]
o
3

This report

Ereadhnnaang

This report has been written
after meeting with 5 self -
advocate groups.
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Each group talked about what it
was like to go to the Doctor when
you are a person living with
learning disability.

GP Surgery

Making an Appointment

We talked about who makes an
appointment with the doctor and
what this is like .

Most people had help from
parents and carers when making
an appointment with the doctor.

It can be hard getting an
appointment because the waiting
list is too long. More
appointments are needed.

Getting an appointment for an
S e Annual Health Checks is a
‘ problem.

Letters should have pictures and
be in easy read

Doctors give home visits to some
people if they need it. This is
good.

Going to the appointment

We talked about how we get
there and who we go with

Some like to go to the doctors by
themselves.
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Some like to go to the doctors
with their parents or carer.

At the appointment

GP Surgery

We talked about how we told the
doctor about our illness

Some people are happy to speak
to a doctor on their own.

Other people feel more
comfortable being helped by a
parent or carer.

Some of us are nervous about
going to the doctor.

) Some of us need blood tests but
/ we donodot | ike ne

Who was in the room?

Parents would be in the room to
ask questions for the patient.

We could be alone in the room if
we feel confident enough to
speak to the doctor.
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ol speak to the
own- | got confidence to do this
because of being in the BIG
Groupod

If we understood the doctor

We talked about how some
doctors are good at speaking
slowly and clearly.

Some doctors rush through the
appoint ment and
what has been said.

0l dondt under st
that the Doctor says, but | go

with my mum and she
understands and

What we did if we did not
understand the doctor

Some people feel confident to
ask the doctor questions.

Some people like their parents
and carers to ask questions for
them.

One doctor has a review with the
patient to check that they
understand what had been said
during the appointment.

oThe doctors are ok. They care
but it doesnddt a
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Other people at the doctors

We talked about the other
people who we meet at the
doctors

We meet receptionists:

Some people thought that the
receptionists could be rude and
argumentative.

And that receptionists ask too
many private questions.

Lots of people thought that all of
the staff were very nice at their
doctors.

We meet nurses:
The nurses are very nice and
friendly with the patients.

Some people would rather see
the nurse as they do not rush as
much as the doctor.

Sometimes the nurses help more
than the doctors.

oSometimes | am embarrassed to
as the doctor questions, so | ask
the nurse. o

Nurses help with things such as
putting dates of appointments
i nto peopl eds ph
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Other places to get health
information

We talked about other ways that
we might make ourselves better
if we feel poorly.

We can go to the local walk -in
centre.

Walk-in Centre

We can go to the pharmacy to
get medicine to make ourselves
feel better.

Our parents and carers can give
us more information on how we
can feel better.

Some people go to Willis House
for health appointments.

If it was an emergency, we would

9 9 9 go to hospital.

EMERGENCY

ol felt ok going to the hospital,
staff were fine and listened to
me.o

ol had been in a car accident and
the ambulance turned up quickly
and the nurses were waiting at
the door for me - treated like
royalty .0
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Groups like Healthwatch and BIG
Group give us extra information
about healthcare if we need it.

healthwatch

Knowsley

What is good about the Doctor

We talked about the best things
about seeing our doctor

The doctor helps to make us feel
better.

The doctor can give us more
information on how we can stay
healthy.

The doctor can help us to be
positive about our conditions.

What is not Good

One person was waiting for
medication the Doctor had not
done it.

A lot of things are online and for
people with a Learning Disability
it can make things more difficult.
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The time limit on appointments
can be a problem. Not everyone
knows that you can have a longer
appointment with the Doctor.

Sometimes you are not told what
Is happening next and this is
worrying.

ol was waiting for eye drops
from St Pauls and | had heard
nothing .o

What we have learnt

From our chats, we learnt that
some of us had the same
experience, such as:

1 Waiting times can be too
long at our Doctors and
sometimes can be waiting
for up to 3 weeks for the
next available
appointment.

9 Nurses are very friendly at
the Doctors centre and go
the extra mile to make sure
we are comfortable.

1 Itis good to visit the doctor
with our parents or carers
as they can ask questions
for us on our behalf.

1 Seeing the same doctor
each time we go to an
appointment is nice.

1 Itis good if we already
know the doctor
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1 Lots of us get medication

= [ AN and tablets delivered to our
‘F/ 2 — homes by the chemist- this

Is good.

Other Important comments:

ol never get a passport or
medication back from the
hospital .6

ol go to Sheffield once a year to
see a special team d1 am happy
to travel to see the right

people. 0
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Healthwatch Knowsley - Appendix 2 dWhat is

important to young people about health and care

As part of our research activity, Healthwatch Knowsleyconducted a focus group with young people
to gain specific insight on the views of young people accessing services. These focus groups were
conducted in collaboration with  Knowsley Youth Mutual, and consulted 55 young people across
three different settings. These included Be Yourself LGBTQ+ community Knowsley Youth Cabinet,
and Halewood Youth Zone. They provided feedback using a graffit i wall, a visual minutes book,
newspaper stories and headlines, and the completion of surveys. Below is the feedback they
provided:

A graffiti wall was produced capturing the key themes discussed:

What was Good
1

Free services

Increased 24/7 access

Well trained staff

Services for all ages

Informative websites

Nice staff and people from across the world working within the NHS
Good aftercare and follow up

Well equipped

Job opportunities

Respect for patients.

= =4 =4 =4 -4 -4 4 A -9

Further points included:
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Further points included:
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(CAMIS) Was3 raugh on
MY MmoL wWhan
T told ham ¢

CAMHS L1sTEN TO YOU
TNGLY, THEY REFC 3
g o o*om

L}
S EE N,

\y
ot
E«)‘b \(}'f Qo* fremsd
{ va 9 W*‘*‘"B
B — da"b“‘ws
g seels > y \Mj
%d'lmﬂc‘s rd sers vs becl

1qup seb up 88 gears

Isufen et 13 bag exp endive
-.Sars b fix

Q— O

c;cc..l-or + Pc-.&-.c.\\'
630. ka "3(

! MPQC Laan e

\ =)
{ A R |
2

What would you do? 217




NHS Long Term Plan Engagement Programme

$teane your GF

GP WAITING TINES ARE TOO LONG,
1T CAN PUT PEOPLES LIVES IN
DANGER

NHS NECDS TO BUILD TRUST
WITH YOUNG PEOPLE

Who (Do you want to see)

1 More female GPs needed

Where do you want to be seen?

healthwatch

What would you do?
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I THE NHS wWenT 17
WOULD BE A TRAVESTY. ITS BETTER TO
HAVE THE NHS THAN BT UNABLE TO

AFFORD A DOCTOR

What would you do?

healthw

NHS pAYMENTS
AREM, T THAT CXPENSIVE
17,5 A SMALL PRICE TO PAY
NOT JUST FOR YOURSELF' BUT

TO KEEP YOUR FAMILY
HEALTHY,

tch
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Liverpool is a city and metropolitan borough with a population of approximately 491,500. ° It is the
most ethnically diverse area in Merseyside. © Liverpool is ranked as the 4™ most deprived local
authority area in England. The most severe deprivation is found inthe &nner core § which encircles
the City Centre and the greatest concentration of deprivation in Liverpool is in the north of the
city. © This is reflected in health inequalities both within the city and when compared to the
national average. People in Liverpool live shor ter lives than the national average and spend a
greater proportion of their life living with disability and poor health. The number of people
diagnosed with long term health conditions in Liverpool is above national levels for cardiovascular
disease (CVD),respiratory disease, diabetes, dementia, cancer and kidney disease. & According to
the draft mental health JSNA (Joint Strategic Needs Assessment) 2019, Liverpool also has much
higher than average rates of common mental health problems.

In Liverpool we re ceived 217 survey responses, consisting of 193 general surveys and 24 specific
condition surveys. There were also 32 attendees across two specific focus group events.

Liverpool

If Liverpool was a village of
just 100 people... Children are

overweight or
obese by year 6

S
5-16 year olds
Adults suffer have a

from depression MH disorder from cancer

4 Adults under people are
Adults are over- 40 have Type living with a long
weight or obese 2 diabetes term condition

Will die from \ Is t:'y? alverage
i age that women
heart disease Are smokers 2 thatiwonr

1 i 5 =&
i | B
' AN A ] [
People take less Is the average

than 30 mins age that men People are
exercise a week will live to over 75

Statistics from PHE arefarthe Liverpoal Local Authority area, pop; 467,000

5 https://www.nomisweb.co.uk/reports/imp/la/1946157104/report.aspx#tabrespop

6 https://www.merseytravel.gov.uk/about  -us/corporate -information/corporate -
responsibility/Documents/Liverpool%20City%20Region%20Demographic%20Information%20March%2017.pdf
" hitps://liverpool.gov.uk/media/10001/1  -imd-2015-executive -summary.pdf

8 https://www.liverpoolccg.nhs.uk/me  dia/3066/one -liverpool -plan-2.pdf

What would you do? 224



https://www.nomisweb.co.uk/reports/lmp/la/1946157104/report.aspx#tabrespop
https://www.merseytravel.gov.uk/about-us/corporate-information/corporate-responsibility/Documents/Liverpool%20City%20Region%20Demographic%20Information%20March%2017.pdf
https://www.merseytravel.gov.uk/about-us/corporate-information/corporate-responsibility/Documents/Liverpool%20City%20Region%20Demographic%20Information%20March%2017.pdf
https://liverpool.gov.uk/media/10001/1-imd-2015-executive-summary.pdf
https://www.liverpoolccg.nhs.uk/media/3066/one-liverpool-plan-2.pdf

NHS Long Term Plan Engagement Programme healthwatch

Summary of Findings:

What matters most to people in Liverpool?

I Having access to the he Ip and treatment needed when it is wanted was the most
important factor people told us was required in living a healthy life. For example, people
said they wanted more support and education with healthy eating and exercise . Having
health professionals that listen was also considered very important.

1 To help keep independence and stay healthy whilst getting older, people indicated that
being able to stay in their own home for as long as possible was most important to them.

1 Choosing the right treatment being a joint decision between the person and the relevant
health and care professional is most important to people in Liverpool in managing and
choosing support and treatment. Being offered care and support in other areas if people
cannot be seen in a timely wa vy in their local area was deemed as the second most
important option. People also mentioned funding for local services and pooling budgets
between the NHS and local authorities, as well as better communication and access to GP
appointments as a method of support.

1 People in Liverpool told us that being able to talk to their doctor or other health
professional wherever they are and having absolute confidence that their personal data
is managed well and kept secure , were both deemed as the most important when
interacting with the NHS . We were told that people would like to be communicated with
more quickly through the use of technology . GP appointments at more accessible times
was also common theme.

9 Older people said that they would like to see more links withi n the community to help
reduce social isolation .

1 Overwhelmingly, people who responded to the survey with Mental Health or long -term
conditions such as diabetes and arthritis, found their experience of accessing support and
treatment to be unsatisfactory, a nd experienced long waiting times . Most also said that
the support did not meet their needs.
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Survey results

The following sections now break down the results of the 217 responsesacross Liverpool to the

surveys designed by Healthwatch England. The first sections use the 193 responses to the general

GPeopl eds gener al experienc@&sswifvdayal hdf ama kraeaeki
survey responses from people discussing support for specific conditions.

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

9 Living a healthy life

1 Keeping independence and staying healthy in later life
1 Managing and choosing support and treatment

1 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. Foll owing this, people were asked to re
i mportantd to Onot i mportant at all dé. Therefore,
i mportanto. F iswerd they gsked te edapooate dnemhét works well and what could

be improved in these areas.

What is important to people about health and care

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 needed was deemed to be most important by people responding to
the survey. 185 people responded to this question.

Chart 1: What is the most important to you to help you to lead a healthy life?

100
90 82
80
)
= 70
o
Q 60 54
S 50
é 40
S 26
> 30
0 |
Access to the help Easy access to the For every Professionals that The knowledge to
and treatment|  information | need interaction with  listen to me when | help me do what |
need when | want it to help me make health and care speak to them can to prevent ill
decisions about my services to count; about my concerns health

health and care ~ my time is valued
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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. Up to 189 people
responded to this question, though 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

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

Professionals that listen to me when | 157 29 1 1 0
speak to them about my concerns

Easy access to the information | needs to 131 46 5 0 0
help me make decisions about my health

and care

Having the knowledge to help me dowhat 122 46 13 0 0

| can to prevent ill health

For every interaction with health and 117 51 12 1 1
care services to count; my time is valued

We also asked respondents to think about one more thing that would help them to lead a healthy
life. This was a free text question and so answers were ordered into themes and summarised
below:

Help to be healthy

Many people commented on their desire to lose weight and to attend exercise classes with some
suggesting these should be made more easily accessible and cheaper. People also mentioned about
community opportunities:

T 0Availability of healthy food choices that hayv
l ow fat, |l ow sugar options. o

T ol nformation on healthy eating seems to be of
Perhaps provide access to information that outlines cost effective ideas, suggestions and
recommendations in making healthy meals for th

T 0l n work health workshops and réeci pes for maki
1T 0Access to health provi sgyonasium,sgimming lioecaaplea of f e
proactive |ifestyle. o
T 0Connecti ons t ohealthenbanaimgactivities: yalking, chatting, yoga, etc.
Al s o, cafes and cycling | anes, etc. o6

Health education for self help

People also commented on receiving infor mation about health care and self -help mechanisms:

i nformation abou
s your health. ¢
n each contact Wi

T oUse of medial/ TV/internet for
but i nformation to 6dobod, it i
T "Print out of what was said o
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1 o Qing ownership of health back to patient.”

Accessibility to help

People commented on accessing different resources and services specifically around individual
needs and community wellbeing services:

T oBeing able to access all wok.. outbf® -= blooer svhé& n |

T 0Access to my GP when | need to speak to someor
hoops. 0

T 0Access to meaningful art activities and art t

T oFor t her e t o be mor e availabl e accessareto C (

otherwise touched upon but not acknowledged in a lot of areas | know that
pharmaceuticals selling at the door are a thing of the past but refusing to not integrate
these services within what could be a brilliant multi  -disciplinary field do a lot of pe ople
a disservice who might not know nothing more than relying on their GP to have all the
answers. o

f 0Easy access the first |ine consultation then
waiting seven weeks for a physio referral which in the meantime  means | am causing more
problems to my health. ¢

1 "Atool to help me assess my health needs and modify my individual lifestyle choices to
link to what's available in the community. More community classes available to provide
information/knowledge on topics . 6

Approaches to leading healthier lives

T o0More of a focus on prevention rather than cur
T 0oMore multidisciplinary approaches so0o one pers

the dots can be joined up for your healthcare
f O0Havi ng a thatiseasy to agoess, like an outdoor one in Stanley Park - like other

par ks do, such as Sefton Par k, Croxteth Park e
T ol believe people who should have retired whe
Oexercise timed, i.e. 6®ejbs 0minsoéyodaperwookinkdayf or ov

would be ideal. Plant more trees. Create cycle lane. Reduce traffic/improve public
transport. 6
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Keeping independence and staying healthy in later life

We asked people to tell us about what they feel is importan t about keeping independence and
staying healthy in later life. Being able to stay in their own home for as long as possible was by
far the most important factor (see Chart 2). 181 people responded to this question.

Chart 2: What é6s mo s thelgyaugokeep your independencesand stayohealthy
as you get older?

100 98
90
© 80
g 70
g 60
S 50
z > 20 16
u 9 . - l
‘ C
, I ]
| want my | want my | want my family | want my family | want there to | want to be able
family and ~ community to be and friendsto and me to feel be convenient  to stay in my
friends to have able to support have the supported at the ways for me to own home for as
the knowledge  me to live my knowledge to end of life travel to health long as it is safe
to help and life the way | help and support and care to do so
support me want me when needed services when |
when needed need to

In Table 2 when asked to rate this however, although being able to live independently in their
own home is rated as the most important, all of the other statements identified were als o rated
as very important or important. In particular having a community who are able to support them

to live their life the way they want to was deemed as very important, second to being able to stay

in their own home for as long as possible. Up to 186 people responded to this question, though not
everyone responded to each option.

Table 2: Rate how important the following things are to you when it comes to keeping your
independence and ageing healthily:

| want to be able to stay in my own
home for as long as it is safe to do so

| want my family and me to feel 148 29 2 2 1
supported at the end of life

| want there to be convenient ways for 133 37 8 5 0
me to travel to health and care services
when | need to

| want my family and friends to havethe 114 58 8 0 3
knowledge, to help and support me
when needed
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| want my community to be able to 99 53 22 2 0
support me to live my life the way |
want

We also asked respondents to think about one more thing that would help to retain their
independence and live healthily for as long as possible. Again, this was a free text questions so
answers were collated into themes and summarised below:

Home Support

T ol ndivi dual s owhno hoowns et hsehiorul d not be made
f 0Support to stay in own homebo

0 p

T 0oWe need more accessible housing and proper f

people to live safely at home and be supported to die there with dignity when the ti me
comes. 0
1T oBetter access for family carers training

i n s

f 0l nstead of private care assistants we shoul d

spending the time they are supposed to, instead of being private enterprise when
everything is for profit. I'm quite sure it would actually work out more cost effective for
the NHS. 6

91 "For social services to stop thinking it's carers coming in or nursing homes. Also, to get rid
of their ideas of everyone having to confirm to their  ideals of no possessions and waiting
to be washed and dressed. 0

f 0Having people at home rather t hatoonmoypeopld al i s

are sent home too early with no support.o

Financial Support/Funding

f oFinancially viabWvWe BApbndthecemppehéenwith | iving.
1 "An appropriate wheelchair. Currently wheelchair services can only provide a heavy
manual wheelchair which caused me injuries just trying to use it. But I'm not eligible for
a suitable lightweight active wheelchair. | don't h ave the money to buy my own as the
voucher scheme comes woefully short of the cost. 6
Community Support
Community support was seen as important to ensure people had access to lead healthier lifestyles
within the community:
T ol think free ceudde menelcal tocabsestswithreadl types of health and
could minimise isolation.o
T 0More care in the community tailored to indivi
1T 0Greater support in the community, Il onger GP o
1 "Ensuring care homes are regulated and are inspecte d at | east once a mont
T 0More sheltered/ supported housing options. I

built by what looked like a private developer near Chester station - it has lots of
community activities available for the people living in it e.g. a gym, a hairdresser, a cafe
etc. It also had a nursing home type option incorporated into the same development; |
think. | haven't seen anywhere similar in Liverpool. It would be good to be able to live in
community but with support availableasand when needed. 0
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100
90
80
70
60
50
40
30
20
10

Advice and support

T 0Appropriate advicel/treat ment from | ocal GP

staff . o

T 0Stop ignoring people who need support. | have

assist me. This has not happened in my case and my physical and mental health as a 68-

year-ol d man | iving alone is suffering because
T 0Agai n, for better communicati on bet ween age
information/ appointments/ care is not missed or

T o0Bet t e ragemy Wdrking among professionals. Occupational and nutritional... Diet
as well as exercise information and therapists available to all. Better help available with
transport for every older person in all areas... Equal opportunities with transport to
health care appointments, day care centres to alleviate loneliness and encourage social

interaction which well known to help with bett

Managing and choosing support and treatment

Chart 3 shows that people we spoke to in Liverpool 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. 181 people responded to this question.

Chart 3: Whatds most i mportant t o youppdtgoubeed bl e

78
35
19 14
10 10
9 l . .
] ] L] —
Choosing the Communications | have time to | make the | make the I should be If I have along My opinion on
right treatment are timely consider my  decision about decision about offered care term condition | what is best for
is a joint options and when | will where | willgo and supportin decide how the  me, counts
decision make the receive health to receive other areas if NHS spends
between me choices that are and care health and care my local area  money on me
and the right for me support support candt see me in
relevant health a timely way
and care

professional

When asked to select how important different factors were on a scale of very important to not
important at all, people also deemed making the decision about where they go to receive health
and care support and timely communications as ver y important. It must be noted that all options
offered to people were overwhelmingly considered to be very important or important in their
responses. This is detailed in Table 3 below, in order of the options that most people classed as

What would you do? 231




NHS Long Term Plan Engagement Programme healthwatch

being very importan t. Up to 186 people responded to this question, though not everyone responded
to each option.

Table 3: Rate how important the following things are to you when it comes to managing and
choosing the support you need

Choosing the right
treatment is a joint
decision between me and
the relevant health and
care professional

Communications are timely 122 49 10 1 1

| have time to consider my 107 60 13 0 0
options and make the

choices that are right for

me

| should be offered care 94 70 17 3 0
and support in other areas

if my | ocal a

me in a timely way

My opinion on what is best 89 64 23 5 0
for me, counts

| make the decision about 76 83 18 4 0
where | will go to receive
health and care support

| make the decision about 75 78 25 3 1
when | will receive health
and care support

If I have a long-term 65 67 43 3 1
condition, | decide how the
NHS spends money on me

We also asked respondents to tell us one more thing that would help them to manage and choose
how the NHS supports them. Answers have been collated and categorised under emerging themes.

Funding for local services

Respondents told us that they would like to see more budget shares between the NHS and | ocal
authorities. Others mentioned about more funding going into extra staff and effective online
services. This also linked into comments that called for better treatment planning and public
treatment spending.

Staff
Along with investment, it was recognis ed that funding challenges and demand for services was

putting the NHS and patrticularly its staff under strain, which affected the staff service with
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patients. We received praise from various people regarding NHS staff, while others were asking
for more st aff consistency and staff training.

Appointments, Communication and Signposting

In regard to staff, a common theme people highlighted was the need for better communication
both within the NHS and when talking to patients and signposting them. People told us that they
would like their GP to have more time available to them in order to speak to their patient.
Comments included:

Health support

People described the health support they need by easily accessing GP appointments and discussing
the need for alternative therapies and a focus on prevention.

T ol would |Iike to see more alternative therapie
use of herbal based drugs. o

T 0Focus needs to be on preveaesiown,b6especially i

T ol think GPs should always say to their patie
few days C 0Ome back and see me. 0" Thi s does
investigations/blood tests etc are ordered there should be a structured way of patients
obtaining their results in a timely manner . 0

1T 0More accessible ways of booking GP appoint men
more availability of GP appointments. o

T 0GPs having enough -sektims for longes ieneedau aotthieyecant discuss
things fully. Then GPs having quicker referral access to other services - the idea of having
physios and other health professionals based in GP surgeries is an excellent one as patients
can get to see them for advice much more quick

Health and financial funding

T oMy health and the best treat ment for me i S mc
has a budget but if my health is at risk then | do not want to be refused treatment because
of the cost. o

f oln thyroid i | bshbeiagsleft peot petydl. Therbasicg need to be done
right. Adequately staffed, financed and respec

Communication

f 0Contact numbers to speak t o -wenydifficulitgdpeaktp er s on
someone. 0

T oCommunication/ access i . e. us e of emai | s fron
accessible.o

T olt i s essenti al t hat al | health professional:
other and with me so in a timely manner to enable a holistic approachtom y car e. 6

f 0Giving people full facts about their conditia
they can treat themselves as well . 6

f oBetter communication between mul ti agency res

f 0Better communi cat i on -lmeéng weepeat yaues plfebecauseenat tals
NHSpr of essi onals can access your records. o

1T 0Deci sions on treatment and care should, wher
relevant clinicians and the patient/ their f ami
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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 t o make suggestions about what good
and appropriate engagement can look like.

People in Liverpool told us that being able to talk to their doctor or other health professional and
having absolute confidence that their personal data is managed well and kept s ecure, were both
deemed as the most important when interacting with the NHS (see Chart 4 below). 182 people
responded to this question.

Chart 4: What is most important to you when interacting with the NHS?
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Any results are | am able to | can access I can make |cantalkto my |have absolute | manage my
communicated talk to other services using appointments doctor or other confidence that own personal
to me quickly people who are my phone or onlineand my  health care my personal records so that |

Number of people

making best use experiencing computer options are not  professional data is can receive
of technology similar limited wherever | am managed well  continuity in
challenges to and kept secure care
me to help me
feel better

When asked to select how important different fac tors were on a scale of very important to not
important at all (Table 4) people said that the most highly rated factor was results being

communicated quickly making the best use of technology, followed by having confidence that

their personal data is manag ed well and secure. However, all factors were deemed to respondents
as being important or very important. Up to 186 people responded to this question, though not
everyone responded to each option.

Table 4: Rate how important the following things are to you when it comes to keeping your
independence and ageing healthily

Any results are communicated 121
to me quickly making best use
of technology
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| have absolute confidence that 101 58 25 1 1
my personal data is managed
well and kept secure

I can make appointments online 100 54 26 5 0
and my options are not limited

| can access services using my 95 61 24 2 1
phone or computer

| can talk to my doctor or other 89 72 20 0 1
health care professional
wherever | am

| manage my own personal 75 61 38 7 0
records so that | can receive
continuity in care

| am able to talk to other 52 59 52 18 2
people who are experiencing

similar challenges to me to help

me feel better

Respondents were then asked to think about one more thing that needs to change to help them
to successfully manage health and care . These answers have been categorised under emerging
themes.

Technology

A number of people talked about not only the continued use of technology for a more accessible
service, but also an awareness that not everybody is able to use technology:

T 0Less i mpersonal technology and more caring an
1 OAppointment systems to be up to date, have all the relevant/corr  ect information and

more accessible. o
f O0More secure systems in place to protect notes
T ol would | i ke to be notified of my results and
T 00Online communications ar e u streehtsl land snanaging a s b

prescriptions. However, sometimes you do still need to see someone face to face especially
if it is a physical ailment that needs examining. However, digital communication is useful

if you can't get to a doctor's appointment due to wor k commitments or you can't get out
the house for some reason. 6

Communication

Communication was also an emerging theme amongst respondents and in particular, how they are
communicated to:

OFor he&@ksbipnals to communicate with each
0 A f-ta-@aee consultationwitha GPnot via computer. 0O

= =4 =4 =

arendot ethical .o
1T 0OAdvi si ng peopl eteppand healtre actve lifestyld avtieitiesthat they can
do to help prevention. 6
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GP Appointments

GP appointments were also mentioned by respondents, and for a number of reasons, including
accessibility, i.e. ease of making weekend appointments; and the quality of appointment s,
including how much time people get to spend with their GP:

f 00ngoing relationship with one doctor who know
able to get appointments when needed. 6
T 0The most i mportant t hBsrtogspetiaistswho actislly unoersteadv e a c ¢
my iliness. As with a lot of these questions, they are about bells and whistles rather than
the core issue of having a doctor who can gi ve
T oBeing able to make GP appoi ntanmkimiteds evenrweeksne. Th
in advance. O
T oWeekend appointments. | work all day every we
of f. 6
T oChanging appointments is difficult. The syst
wasteful of time and resources forbothN HS and patient . ¢
Information provision
A number of people mentioned the importance of information and training:
T oWai ting f-disnotaceptable that professionals hold information on me for
up to six weeks and | am unable to gain access to that information. Every time a
test/biopsy/scan etc is carried out there should be guaranteed means and date for that
information being given to the patient. ¢
T ol could put my request in writing, but this ¢
is not maki ng good use of recourses. If patients are willing to take the initiative to ensure
they remain healthy, why are obstacles put in their way? | would suggest this obstructive
way of doing things definitely needs to change."
T oMany Practi ce Numredgewsforpebpte withaiab&tasndo an Balways know
much about it. They should at least have to do a course on managing diabetes. | know it's
not possible for them to know lots about many different conditions, but they do need to
know the basics. 06
1 "The questions are simplifications - yes I'd like my results in a timely way but for
somethings like simple blood tests I'd be happy to get the results via technology, for other
things e.g. cancer I'd rather hear from a person who could understand my concerns a nd
provide any follow -up info needed.
1T 0Clear patient info on different health condif
mind, or signposting to the NHS website. | can find accurate info myself - a lot of people
can't and google a symptom or condition . 6
Further comments
T oFor me , [ need a thyroid specialist because |
do not have these specialists, so | am sent home disabled. Since self -treating | have gone
from being in bed most of the day to spending my days in the living room, doing gentle
hobbies, going for walks, etc. People |ike me
T OoWhen | required surgery, chemotherapy and r ac
cancer some 10 years apart, my treatment, support, sharing of information, compassion
and kindness were first class. o
T oMedi cal Cannabis is all over the news. As an

side effects. More research and funding into this. More patients should be able to access
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thisdru g . ltds not a cure but wild.l make a | ot of
illnesses. It wi | | i mprove the quality of their | ives. (
T oMore emphasi s needs to be placed on prevent
organisations who can deliver this and are more effective in reaching specific
communities. o

In focus: what is
important to older
people about their
health and care?

As part of our research activity,
Healthwatch Liverpool conducted
a focus group with older people
living in the Dingle and Toxteth
area of the city in order to gain
specific insight into the views of
people accessing services. Older people, particularly in disadvantaged communities, are less likely
to use online platforms so are less likely to have come across the online g uestionnaire, and so it
was deemed that a focus group would be a ideal opportunity to hear their feedback as to whether
older people feel that Liverpool is an age friendly city.  This focus group took place on 3 May
2019, and was attended by 1 0 people.

The main themes raised were:

Staffing dlevels, quality and time they have to spend with patients.

Waiting times dat both GP and hospital appointments.

Transport.

The importance of community dcommunity -based activities and not being isolated.

The NHSrecognising the benefits of being connected to the community and introducing
patients to a range of activities.

1 Atthe point of no longer being independent, the importance of receiving consistent quality
support, care and company at home.

= =8 =4 =4 9

What do you think would make health services better?

9 Less waiting times.

1 Professionals not making assumptions 0 listening to you, not using computer in
appointments, not having 10 minutes only for appointments.

Quiality staff.

Spending more money on services.

Being able to understand and communicate with staff dimproved communication.

Staff explaining things better, especially treatment.

Having doctors at hospitals of a weekend.

oPasswords and | .T. access make booking appoin
oYou have to go through a third party to sort out these problems which must cost the NHS

more money. 0

T ONurses have no time to spend wWdomesacmssashaving s r e
no compassion. 0

A lack of support with personal care on ward after major surgery.

1 Reduced waiting times for GP and hospital appointments.

=A =8 =4 =4 -8 -4 9

=
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=A =8 =4 =4 -8 -8 -8 9

=

u
n

Better ways of communicating with deaf or hard of hearing d0s o met i mes | canot
what | dve been told and have no one to help i
oBetter aftercare after major dopigoadmyalstr espec
pain relief when | was in a room on my own.Oo
=Sl A8 \Vhatdo you think would help people live healthier
i & lives?
1 Bonuses/benefits for people looking after their
health
1 Using peopl eds medidcenal hi

~ = hereditary conditions.

= Better diet.

1 Getting help before crisis point.
1 Smoking cessation.

T Alcohol reduction.

1 Staff being more personable/helpful in
supporting people to look after their own health.

Community groups and community support.

Having hobbies and activities.

Being able to get out of the house.

Counselling.

GPs referring people to activities and groups.

Socialising.

Exercise, dancing.

Access to transport.

A friendly environment where you are welcomed.

What do you think would make it easier for people to look after themse Ives better?

= =4 =4 -4 -8 - -9

=

Do you think the support offered to
people with long term health
conditions could be better? How?

T

T

1

Information on different forms of exercise, such as chair based/yoga.

Home adaptations for people with mobility issues.

Giving people information to manage their health.

Better/more publicity for groups doing this.

Having good neighbours/community.

Seeing the same carers instead of having different people.

Being treated with dignity and respect.

Transport is really important for getting out and some community services provide
transport.

Not being housebound or isolated.

ol can only get out (of the house) because of my mobility scooter. Zimmer frames and

wal king sticks dondét .h&l p you get to the shops

I

Eye testing 0 help find out
about conditions.

Reducing isolation o helping
people get out and be active.
Technology dtesting at home.
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=

Visits at home for people (especially with dementia).

1 People receiving support need to be given more time when being visited by care workers
or social workers dvisits are rushed and carers need to be given a break.

1 If GPs were more aware of what community services are available, this would mean people
can stay in their own homes rather than going into care homes.
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P e o p lexérisences of NHSsupport for specific

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, diagnosisand treatment; the provision of ongoing
care and support; and prevention and/or early intervention.  We received 24 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

Autism 2
Cancer 1
Dementia 1
Heart and lung diseases 2
Learning disability 0
Long-term condition e.g. diabetes, arthritis 7
Mental Health 11

Table 6: Who are you responding on  behalf of?

Autism 1 1
Cancer 0 1
Dementia 0 1
Heart and lung diseases 2 0
Learning disability 0 0
Long-term condition e.g. diabetes, arthritis 6 1
Mental Health 8 3

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

Autism 1 1
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Cancer 1 0
Dementia 1 0
Heart and lung diseases 1 1

Learning disability

Long-term condition e.g. diabetes, arthritis

g w O
o b~ O

Mental Health

Experience of getting help and support

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

Autism 0 2 0 0
Cancer 0 0 1 0
Dementia 0 0 1 0
Heart and lung diseases 2 0 0 2
Learning disability 0 0 0 0
Long-term condition e.g. diabetes, arthritis 1 5 1 1
Mental Health 0 6 5 0

Tell us whether the support met your needs and how it could have been improved.
Autism:

T oChildren with Autism gr ow enouglodong douddalts. Mwi t h A
daughter did not respond well to groups and wa
T oLack of services and those that are available

Heart and lung diseases:
1T OEasier access to the same GP. 6
Long-term condition e.g. di abetes, arthritis:

T oMy GP did not I|isten to me and my records bec
appointment. | was given incorrect test results which meant delays to medication. I've had
to go back numerous times to try and discuss the conditions with different GPs until one
GP finally I|listened and put the correct plan i
17 ol was diagnosed with genital h e @eai®-Urindry wa s
Medicine] clinic as | thought it was unmanageable and that | would not be able to have
safe sex again without transmitting it. | was devastated and thought | would never be able
to have a relationship or have children safely. The doctor, seeing that | was intearsa nd
not going to leave his office, sent for another member of staff to come in, a woman. She
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tried to comfort me. | went home stunned and unable to cope. | was given a brief leaflet
that made it seem all the more serious and final. It had no helpline on or further
reading/ support. o

T oVery little therapy available in the communi:t
go more rehabilitation there. Focus is supposed to be on early discharge and keeping
patients at home/wrapping care around the patient but th  ere is not enough money for
community support so false economy. 6

T ol had a tumour on spinal cord removed and wo
checks regarding mobility. o
T ol was referred for tests and diagnosadsul @tdslé€

hospital. At the time, | wanted the decision to be seen at a children's or adult's hospital
and | feel | would have benefited from being seen at the children's hospital. There is not
much support in the NHS for people aged 16-1 8 . 6

Mental Health:

T oSstill waiting for help that's the problem. ¢

1T 0There have been assessments but no support ye
on anything and nobody is able to give a strai

T ol first tried t o a dat beslth ash a tegnagdr, ol rwas ngiven me n

antidepressants and support from a counselling service but | had a very poor experience
with the antidepressants | was given and my parents encouraged me to come off them as
soon as possible. | feel like perhaps the do ctor could have given me more support and
choice, perhaps helping me try a different medication, and also helped my parents better
understand my condition. 6
I "Was put on a waiting list to see CBT [Cognitive Behavioural Therapy] therapist when | was
in dire need of immediate support. In the end my sister took me to A&E where | waited
for hours in an extremely anxious state becaus

7

f 0Sometimes just told to go to A&E. ¢

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

Autism 0 0 0 2 2 0
Cancer 0 0 1 0 0 0
Dementia 0 0 1 0 0 0
Heart and lung diseases 0 1 1 0 0 0
Learning disability 0 0 0 0 0 0
Long-term condition e.g. 0 1 1 1 4 0
diabetes, arthritis

Mental Health 0 0 4 3 4 0
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Table 10: Do you have any other/additional conditions including long term conditions or
disabilities?

Autism 1 1
Cancer 0 1
Dementia 0 1
Heart and lung diseases 1 1
Learning disability 0 0
Long-term condition e.g. diabetes, arthritis 7 0
Mental Health 4 7

Table 11: If so, how would you describe the experience of seeking support for more than one
condition at a time?

Autism 0 0 0 0
Cancer 0 0 0 0 0
Dementia 0 0 0 0 0
Heart and lung diseases 1 0 0 0 1
Learning disability 0 0 0 0 0
Long-term condition e.g. 0 S 3 1 0
diabetes, arthritis

Mental Health 0 0 3 1 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?

Autism 0 0 0 0
Cancer 0 0 1 0 0 0
Dementia 0 0 1 0 0 0
Heart and lung diseases 0 1 1 0 0 0
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Learning disability 0 0 0 0 0 0
Long-term condition e.g. diabetes, 3 2 1 1 0 0
arthritis

Mental health 4 3 1 1 0 2

Please tell us about the length of time you  waited .
Autism:

1 oMy daughter was over 25 when diagnosed. We had struggled for years not understanding
what was going on. 0

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

1 olI'm still waiting for some conditions and it @ been nearly 2 years. Other conditions | was
diagnosed quickly in hospital and have since had no further support or treatment. 6

1 ol waited 2 y ears for an operation for prolapse d womb and rectocele, | may as well not
have operations it & just as bad. 6

71 ol went to the GUM clinic an d was seen the sane day.6

1 oWaited months for appointments and then only got 1 follow up still have unmet needs.
Hospital is better place forcare . 6

9 oFor diabetes health check quite a while. 6

1 0 Marly 2 weeks after assessment. 6

Mental Health:

1 OA couple of months ago when my husband got angry and demanded something be done.
Then a psychiatrist came to see me at home. 6

9 ostill waiting and waiting and waiting, in the meantime mental health has gone very
severe. 0

9 ol had an assessment within 2 months but have been left waiting now f or over a year for
treatment. It has now materialised that my assessment was not followed up correctly and
I have not actually been on a waiting list (having been told | was). | now have another
assessment looming.6

1 OWhen the NHS would help, it would be about 6 months. Now, they just refer you to
charities, which then take 6 months too, just for basic counselling. 6

Table 13: How would you describe the time you had to wait between your initial
assessment/diagnosis and receiving treatment?

0

Autism 2 0 0 0 0
Cancer 0 0 1 0 0 0
Dementia 0 0 1 0 0 0
Heart and lung diseases 0 1 1 0 0 0
Learning disability 0 0 0 0 0 0
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Long-term condition e.g. diabetes, 2 3 0 1 0 1
arthritis
Mental health 6 0 1 1 0 3

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

Autism 0 2
Cancer 0 1
Dementia 1 0
Heart and lung diseases 1 1
Learning disability 0 0
Long-term condition e.g. diabetes, arthritis 0 7
Mental health 5 5

If you accessed support what aspect could be improved?
Heart and lung diseases:

1 0 @going support. 6
Long-term condition e.g. diabetes, arthritis:

1 o0Somebody could have just talked to me. 6

1 oOWaiting time appalling . 0

1 ol would have found it more helpful to be offered different treatment options sooner
rather than persistently being given CBT. | would have preferred to be able to see the
secondary care team for longer rather than being discharged while | still felt | would
benefit from more sessions. 6

9 OoBetter training to identify when a person is desperate for mental health treatment. Less
waiting times. More trained staff. = More signposting to mental health charities and
websites. 0

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

Autism 0 2
Cancer 1 0
Dementia 1 0
Heart and lung diseases 1 1
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Learning disability

Long-term condition e.g. diabetes, arthritis

Mental health

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

and seeing the specialist?

Autism
Cancer

Dementia

Heart and lung diseases

Learning disability

Long-term condition e.g. diabetes, arthritis

Mental health

Please tell us more about the length of time you waited.
Long-term condition e.g. diabetes, arthritis:

1 o Te time you waited for an appointment to see a consultant. 3
was virtually none existent.

o O o o o

[

0
0
0
0
0

0
1
1

o O

= O O O

S N O

O O o o o o o

O O O

S N O

-6 months the aftercare

repair. They tell you one thing and do another. | had my operation and
seen a consultant afterwards , that was last year in December and they gave me an
appointment for June-July this year. 6

1 OWaited 4 weeks and got a cancellation . 6

=

At the women & hospital in Liverpool , | don't think they know
what they are doing. | got told that | was having a hysterectomy and only had a

womb

had never even

OFast because we paid the spinal surgeon privately in Walton Neuro Hospital.

)

1 ol was seen quickly and was diagnosed quickly too. Waiting times in the clinic are always
running late. | once asked for an early appointment and was given the first slot at 8am.
They were running 40 minutes behind even then. 6

1 04 weeks for a consultation . 6

Mental Health:

M OoAbout 6-8 weeks. 6

T OTh rnoaths. 6

1 ol see a psychiatrist whilst | am waiting for psychological services. However, he was not
apparently aware that | was not on the wai ting list. 6

T of thi

n k

it

onl vy

t ook

a

1 oWhat do you want to know? It was hell waiting. 6

What would you do?
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Table 17: If you needed it, how easy did you find it to access ongoing support after you were
diagnosed or assessed?

Autism 0 0 0 2 0 0
Cancer 0 0 1 0 0 0 0
Dementia 0 0 1 0 0 0 0
Heart and lung diseases 0 0 2 0 0 0 0
Learning disability 0 0 0 0 0 0 0
Long-term condition e.g. 0 0 1 2 4 0 0
diabetes, arthritis

Mental health 0 1 0 6 3 0 1

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

Autism

Cancer 0 0 1
Dementia 0 0 1
Heart and lung diseases 1 1 0
Learning disability 0 0 0
Long-term condition e.g. diabetes, arthritis 0 6 1
Mental health 1 9 1

Please explain how the care did or did not meet your expectations and how could it be
improved?

Autism:

1 oMy daughter used to get support, and when it was decided that group meetings would be
best, she was excluded. It was ludicrous to expect someone with Autism to attend groups.
it is a communication and social disorder what were they thinking? 6

Heart and lung diseases:

1 0One nurse | saw was lacking in knowledge. She also recorded misinformation in my notes
and was disinterested. 0
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Long-term condition e.g. diabetes, arthritis:

9 ol've had nothing. 6

1 "l had to research online for support. | was too embarrassed to tell my friends or family
and felt tota |ly alone. Looking for support online was awful. At first all | could find was a
forum with very negative stories from people like myself who were suffering with the
physical symptoms and had no information or support. 6

1 olt took me a while to find éerpes.org.ukd and | signed up for their newsletter. | also
emailed their team and got a very help ful email back giving me all the reassurance |
needed and an invitation to attend support days. The charity is in London. | live in
Liverpool. N evertheless, | made that journey. Their support was invaluable. 6

91 ol also went to my GP as | had read that a tablet co uld stop my frequent outbreaks. The
GP sent me away saying she didn't know the dosage. | had to go to the GUM clinic again
(taking time of fwork) and get a long -term prescription.”

1 ONot enough - had to be referred back several times. Services are under resourced and do
not have enough staff due to cuts . 6

1 OMore help getting around. 6

I OFantastic care. The consultant was lovely recognised instantly that it was a scary
experience for someone at just 16 years of age. 6

7 ol thought | would have got more help . 6

Mental Health:

1 oSomeone should have talked to me kindly to ask how I felt to try to explain this iliness.

Or given me techniques to work on myself as opposed to being put in hospital and left

without understanding . 6

OMore understanding, not to be passed around. 6

9 oThere has been no support as the assessment | had has led to me going on a waiting list
for over a year. Now it appears | came of f the waiting list and no one realised so | have a
further assessment. 6

1 ol found the care | received from the psychiatrist unsatisfactory. | was given conflicting

=

and confusing information about my actual di a
was offered a type of therapy called Structured Clinical Management and was then turned
down for it because | di dnot me et some <crite

medication was changed and | found the new medication very difficult, it increased my
mood swings and made me very depressed and violent towards myself. | went to A&E three
times in this period, twice because | was feelin g suicidal and once because | had self-
harmed by punching a wall and had a suspected broken hand. 6

OCBT therapy was right for me. Service was good.6

0 N support offered . 6

1 oWas good from my mental health support worker but GP was poor. 6

= =9

Table 19: During your whole experience of getting support did you receive timel y and
consistent communication from all of the services that you came into contact with?

2 0

Autism 0

Cancer 0 1 0
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Dementia 0 0 1
Heart and lung diseases 1 1 0
Learning disability 0 0 0
Long-term condition e.g. diabetes, arthritis 1 5 1
Mental health 0 10 1

Please explain how the care did or did not meet your expectations and how could it be
improved?

Heart and lung diseases:

9 ol received a message to contact the surgery about my condition then this was denied. It
caused me distress. | got a letter which | found upsetting saying | had not att ended my
annual review and missing my treatment . | had attended over two weeks earlier so no idea
why the system did that. 0

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

9 odlncorrect te st results given. No regular GP has meant no continuity and therefore, having
to go through my history again and then running out of time before a treatment plan was
put in place. 6

1 O Tere was a complete lack of care after my diagnosis in the GUM clinic in The Royal

Hospital Liverpool. | left with my mental state in tatters and it could have been prevented

by signposting to éherpes.org.ukd . 6

"Never received copies of letters despite filling in required forms. 6

olncrease staffing, deliver care locally rather than in big hospitals"

OMore check-ups at hospital on a six-monthly basis. 6

olt all did meet expectations. Rarely are appointments cancelled and they will always find

time to slot me inif | ring up and say I'm not good.6

9 ol had to chase people. 6

= =4 =4 =

Mental Health:

1T 0As is the case your sent to hospital not unde
felt so much better feeling like a patient and not a prisoner. 6

1 OHaving to chase for appointments all the time, being told  top of the list, any day for

appointment then to be told sorry still not at the top .0
1 "The whole system is broken. It is chaotic and even the psychiatrist does not know what is
happening.6

1 OMy GP is good, but they do not seem to be kept informed on what Mesreycare are doing.

Merseycare themselves do not seem to know what is going on. 6

0Any other business that was run in this way would not survive."

1 ol was discharged from the secondary care team back to IAPT [Improving Access to
Psychological Therapieg after being turned down for Structured Clinical Management, it
then took several months to get an appointment with them. When | finally was assessed
by IAPT my diagnosis was changed again and | was offered a choice of online CBT for
Obsessive Compulsive Dsorder within a couple of weeks or a further wait to see someone
face to face. Wanting some kind of support, | accepted the online CBT which was provided

=
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through a service called Silvercloud but | found it profoundly unhelpful. In fact, | would
go so far as to say the system made my anxiety worse because there were delays in my
submitted information being reviewed by the assigned therapist. After only two weeks |
was put back on a waiting list to see someone face to face, a wait of several more months.
When | finally did see a therapist | was offered EMDR [Eye movement desensitisation and
reprocessing] therapy and jumped at the chance to try something new that might help but
throughout the period | saw the therapist | was not able to self -manage my moods enaigh
to start the treatment so | was eventually referred back to secondary care with a further
wai t . I feel |l i ke |1 d6ve been passed from servic
to me. It is frustrating and makes me feel like my distress is not being  taken seriously. 6
1 0 Qicker response was needed. More staff in hospital A&E required to help mental health
patients. Separate mental health clinics would be helpful. 6

M1 O Mne offered. 6
I oBetter communication. 6

Time spent travelling to access support and care

Table 20: What is your main means of transport?

Autism 1 0 0 0 0 1 0
Cancer 1 0 0 0 0 0 0
Dementia 0 1 0 0 0 0 0
Heart and lung diseases 1 0 1 0 0 0 0
Learning disability 0 0 0 0 0 0 0
Long-term condition e.g. 4 1 0 0 0 1 0
diabetes, arthritis

Mental health 6 1 2 0 0 1 1

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

1

Autism 1 0 0
Cancer 0 1 0 0
Dementia 1 0 0 0
Heart and lung diseases 1 1 0 0
Learning disability 0 0 0 0
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Long-term condition e.g. diabetes,

arthritis

Mental health

1

Table 22: How much time would you be willing

support?

Autism

Cancer

Dementia

Heart and lung diseases
Learning disability

Long-term condition e.g.
diabetes, arthritis

Mental health

Your expectations at each stage of your care

Table 23: What is most important to you when first seeking help?

1

o o o +» O

1

w O B+ O

to travel for to receive specialist treatment or

0
0
0
0
0
3

, O B O O O

Autism

Cancer

Dementia

Heart and lung diseases
Learning disability

Long-term condition e.g.
diabetes, arthritis

Mental health

What would you do?

N @ | e = @ | @

1
1
0
1
0
2

w O O o o o

251




NHS Long Term Plan Engagement Programme healthwatch

Table 24: What is most important to you  when you first received a diagnosis and explanation
of treatment or support options ~ ?

Autism 0 1 0
Cancer 0 1 0
Dementia 0 1 0
Heart and lung diseases 1 1 0
Learning disability 0 0 0
Long-term condition e.g. 2 1 4
diabetes, arthritis

Mental health 2 < 8

Table 25: What is most important to you d uring your initial treatment or support ~ ?

Autism 0 1 0
Cancer 0 1 0
Dementia 0 1 0
Heart and lung diseases 1 1 0
Learning disability 0 0 0
Long-term condition e.g. 2 1 3
diabetes, arthritis

Mental health 1 4 3
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Table 26: What is most important to youd uring your long term support ?

Autism 0 0
Cancer 0 1 0
Dementia 0 1 0
Heart and lung diseases 1 1 0
Learning disability 0 0 0

Long-term condition e.g.
diabetes, arthritis

Mental health

Supporting you to have more control over your own care

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

Autism 1 0

Cancer 0 1 0 0
Dementia 0 1 0 0
Heart and lung diseases 0 1 1 0
Learning disability 0 0 0 0
Long-term condition e.g. diabetes, 1 6 0 0
arthritis

Mental health 4 5 0 1

What could the NHS do to help you stay healthy or manage any condition you have?
Heart and Lung Diseases:

1 OoEmploy well trained and optimistic staff who are properly recognised and paid not rushed
and clearly stressed by the pressures. Stop asking me the same questions every time I'm
seen which don't seem relevant. Simplify getting repeat prescriptions . 0
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Long-term condition e.g. diabetes, arthritis:

1

T

T

oCommunicate with me, listen to me and stay up to date on my condition and new
treatments . 6

0 @eck-up regularly of individual conditions. each individual condition is not checked by
your own doctors. you are just left to your own devices, to look after you own day to day
health conditions. 6

"Rapid access in the community as soon as a problem starts so that it can b e fixed before
it leads to hospital admission & disability . 06

oDoctors should work in the community as well as hospitals .
ol do my best to get around but would like more physio therapy .6

olt would be nice to see the healthcare charity related to my illness more involved with
my care.6

0 RBferrals to support groups . 6

Mental Health:

1

=

1
T

00rganise community groups or relaxation groups. Groups with informationi .e.: CBT
interventions. 0

OAct promptly when help is first required . 6

ONot be making things worse by leaving me with no idea of what is happening in my
treatment. 6

OAccess to services like the Life Rooms. | travel to the Life Rooms in Walton to access
support services but it takes me over an hour to get there each time and I find the bus
travel exhausting and fr ustrating. It would be beneficial if there were services like this
available in more areas across Liverpool . 6

0 Bsier to get GP appointments. 6

0Be more aware of people with mental health needs. 6

If you have any further comments.

Heart and Lung Diseases:

1

OReduce meaningless targets and make common conditions treatable at one place where
you can get blood tests ECG [ Electrocardiogram] etc rather than going all over the place
which is very hard for the poor. 6

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

T

I have a lots of health conditions and they should be getting checked individually . | just
feel like my needs are not getting met.  Basically, you are not even classed as a human
being. You are just a number. My GP practice has no respect for the ir patients a nd
certain doctors in my practice talk down to the ir patients. | have mental hea Ith
condition and anxiety on one visit to my GP | told him I felt suicidal and was going to act
on the voices that | was getting and he replied , well if you want to do thatis up to
yourself, the doctor should be there to help you . I just felt | had wasted my time going
to doctors, | am frighten ed to go back to my GP practice. GP s should be regularly
monitored every so often , the patients aren't getting the service they shouldb e
getting 6.

"Patients with the majority of long -term conditions are ignored - diabetes and arthritis
are only a few of them but get most attention . 0

OMore support needed to stay healthy and in work"

OAIll NHS organisations need to adopt an 'acting as one' approach. Sometimes, | am in
other parts of the country for extended periods of time. It would be comforting to know
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that if | see a GP in a different area or need to attend a different hospital, they would
have access to my records and that for me, as the patient, it would just be like visiting
my usual practice/clinic. 6

Mental Health:

1 ol searched to find help for myself. 6

In focus: what is important to people with long  -term health conditions
about health and care services?

As part of our research activity, Healthwatch Liverpool conducted a focus group with people who
attend Sunflowers, an independent charity which supports people with long term health
conditions, particularly cancer. Sunflowers has a building in south Liverp ool which people can
attend for a variety of groups and activities including holistic therapies and counselling . People
with long term health conditions are more likely to use health services and so be affected by any
changes in the NHS. Care and treatment of people with long term conditions is a major focus of
the NHS Long Term Plan. This focus group took place on 8" May 2019, and was attended by 22
people. Below is a summary of the themes and issues they raised:

What do you think would make health servic es better?

1 GPsda number of people gave feedback regarding GP services, specifically wanting easier
access to GP appointments and suggesting that some GPs need to listen more to their
patients and be more approachable.

1 Administration 6 some people felt th at there is too much of a focus on administration in
the NHS and that employing admin staff is at the expense of clinical staff.

What do you think would help people live healthier lives?

1 Lifestyle 0 a large number of comments focused on people improving as pects of their
lifestyle including diet and exercise.

1 Education d some people felt that education, particularly for children and young people,
was an essential aspect of people living healthier lifestyles.

What do you think would make it easier for people to look after themselves better?

9 Social opportunities d some people felt that access to social opportunities, such as the
groups offered at Sunflowers, was important in helping people look after themselves.
9 Education dthis theme was again raised, particul arly in relation to diet.

Do you think the support offered to people with long term health conditions could be better?
How?

9 Positive dsome people felt that they had received good care and support from the NHS.
1 GPsdthis theme was again raised, particular ly in relation to availability of appointments.
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Sefton is a metropolitan borough of Merseyside and its local authority is Sefton Council. The

Borough consistsof a coastal strip of land on the Irish Sea and extends from the primarily industrial

area of Bootle in the south to the traditional seaside resort of Southport in the north. In the

southeast it extends inland to Maghull. S e f t o fmileslong astline boastssomeof Mer seysi d
best beaches characterised by a wide sandy foreshore backed by dunes; along with significant

areas of docks, estuary, shore, dune, and woodland. Sefton has a population of approximately
274600.23. 1% of Seft on dyrarsmld prwvera(@3;3a@Dnand Seftorbisranked 18th

out of 326 local authorities for the number of residents aged 65 or over.

Sefton life expectancy at birth is significantly lower than the England average for both men and
women. Life expectancy is 10.5 y ears lower for men and 11.7 years lower for women in the most
deprived areas of Sefton than in the least deprived areas. C ancer makes the largest contribution
to the gap in life expectancy between Sefton and England for both males and females. °

In Sefton we received 230 survey responses, consisting of 208 general surveys and 22 specific
condition surveys. There were also 22 attendees across two specific focus group events.

Sefton

L

If Sefton was a village of =
just 100 people... 34 Ch”gm

overweight or
J| obese by year 6
A

-
Y 5-16 year olds
Adults suffer . have a Will die
from depression ) MH disorder from cancer

Adults under people are

Adults are over- 40 have Type living with a long
weight or obese 2 diabetes term condition

o Is the average
Will die from age that women
heart disease will live to

« A 4o A
People take less Is the average

than 30 mins age that men People are
exercise a week will live to over 75

Statistics from PHE are farithe Sefton Local Authority afea; pap: 177,000

° Source: Sefton People & Place Introductory Profile, February 2019, Produced by Insight, Business
Intelligence, & Performance.
https://www.sefton.gov.uk/media/1533553/sefton people place profile marl9.pdf
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Summary of Findings:

What matters most to people in Sefton?

T

What would you do?

Having access to the help and treatment needed when it is wanted was the most
important factor people told us was needed in living a healthy life. For example, people
said they wanted more education about how to pursue a healthy lifestyle, and to access
support resources.

To help keep independence and stay healthy whilst getting older , people indicated that
being able to stay in their own home for as long as possible was most important to them.
People mentioned that they would like more support in the local community  and in their
home, as well as financial support for adaptations to their home.

Choosing the right treatment being a joint decision between the person and the relevant
health or care professional is most important to people in Sefton 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. People believed that the NHS requires more funding for staff and online services,
as well as better communication and signposting to services.

People in Sefton told us that being able to talk to their doctor or other health
professional wherever they are  and having absolute confidence that their personal data
is managed well and kept secure, were both deemed as the most important when
interacting with the NHS

A number of people talked about not only the continued use of technology for a more
accessible service, but also an awareness that not everybody is able to use technology.
Better access to GP appointments , for example through weekend appointments, was a
common theme of comments.

People with specific conditions felt that they would rather  see someone they had seen
before even if it meant having to wait for a diagnosis or support. Those with dementia, or
looking after someone with dementia, told us that the wait for their initial assessment and
diagnosis was slow, but that the wait between being diagnosed and receiving treatment
was fast.

People in Sefton commented that they would like t 0 see more accessible services in the

community, f or example through the creation -of

stop shops®6 where various services can be
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Survey results

The following sections now break down the results of the 230 responsesacross Sefton to the

surveys designed by Healthwatch England. The first sections use the 208 responses to the general

GPeopl eds gener al experienc@&sswifvdayal hdf ama kraeaeki
survey responses from people discussing support for specific conditions.

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

9 Living a healthy life

1 Keeping independence and staying healthy in later life
1 Managing and choosing support and treatment

1 Interacting and e ngaging with the NHS.

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

to them. Foll owing this, people were asked to re
i mportantd to 6not i mpmotenthan a@ahé dopiThemec¢ouled
i mportantd. Finally, respondents were then asked

be improved in these areas.

What is important to people about health and care

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 needed was deemed to be most important by people responding to
the survey. 206 people responded to this question.

Chart 1: What is the most important to you to help you to lead a healthy life?

120

103
100

80
60

40

36 33
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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. Up to 206 people
responded to this question, though 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

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

Access to the help and treatment | 159 46 1 0 0
need when | want it

Easy access to the information | 141 60 5 0 0
need to help me make decisions
about my health and care

For every interaction with health 135 60 10 0 0
and care services to count; my
time is valued

Having the knowledge to help me 132 66 7 0 0
do what | can to prevent ill health

We also asked respondents to think about one more thing that would help them  to lead a healthy
life. This was a free text question and so answers were ordered into themes and summarised
below:

Help to be healthy

Many people commented on their desire to lose weight and to attend exercise classes with some
suggesting these should bemade more easily accessible and cheaper. People also mentioned about
transport and community opportunities:

1T OWor kpl ace all owing time/space to talk about/ p
9 oFacilities in the community to help me maintain a healthy life. Although a number of

such facilities are available in Sefton - usually provided by voluntary groups with limited

funding. Many that were available last year have now closed including importantly a

number of the physical exercise classes suitable for people like me with disa bilities. 6
1 O Fee diet sheets for healthy eating for people on a limited budget, not everybody knows

what are best foods for them or if they have medical conditions, certain foods might react

badly with them or cause them to put on weight , etc. 6

Health Education

People also commented on receiving information about health care and self -help mechanisms:

1 OBetter education about major health issues, Blood pressure, Diabetes, Stroke. We know
lots about heart attacks and cancer but not a lot aboutth e above.6
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9 OHealth services use language that is easy to understand - they use far too much jargon
that makes it seem like a big secret that I'm not supposed to know or ask about . 6

9 oClear and concise information in easy access places like GP and Health Clinics, but not
lots of leaflets. One leaflet with easy to follow guidance. Possible links to the internet
but also addresses or telephone numbers of services and if possible, a named individual.
Communication is the key to better health . 06

9 oConsistent health messages rather than the sometimes-contradictory advice given out
via public health and NHS England.6

Accessibility to help

People commented on accessing different resources and services specifically around individual
needs and community wellbeing services, this covered much around affordable health and
wellbeing services:

1 OReasonably priced/easy access counselling 6

1 0Access to help and treatment when | need it , free leisure facilities and personalised free
l'ifestyle reviews. o

T 0Af fordabl etramspodtoseH shieelrp acti vities. o

1 OBe able to get fruit and veg at reasonable price if you are on a limited income or have
to use a food bank. 6

1 0The council putting more effort into making public open spaces safe and pleasant spaces
to spend time in. 6

I oBeing able to access GP appointments outside working hours e.g. evenings and
weekends. 0

Approaches to leading healthier lives

f oLocal services that are accessible. | curren
health issues because | cannot get to th e clinics, they are very far away and inaccessible.
Better resourced services, more money for staff, sites and equipment needs to be
allocated to both primary and secondary care as waiting times for both are appalling. |
have been on waiting lists for seve ral services that are essential for many months. 6

1 OA more joined -up approach to allow affordable and accessible council -run services. The
local swimming pool is now largely booked with groups and costs have increased
significantly. This makes it difficult ~ for people like me, who work full time and have a 2+
hour commute, to the pool. The council has been threatening to increase the cost of the
bowling green to the point that it would be prohibitive for the largely retired members
of a club to continue. Thi s would remove the gentle exercise and social benefits they
enjoy. The council budget and NHS are entirely separate. The impact of decisionsisnot . 6

Keeping independence and staying healthy in later life

We asked people to tell us about what they feel i s important about keeping independence and
staying healthy in later life. Being able to stay in their own home for as long as possible was by
far the most important factor (see Chart 2). 205 people responded to this question.
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Chart 2: Whmadrtdnsto youdashelp you to keep your independence and stay healthy
as you get older?
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In Table 2 when asked to rate this however, although being able to live independently in their
own home is rated as the most important, all of the other statements identified were also rated
as very important or important. In particular having a community who are able to support them
to live their life the way they want to was deemed as very important, second to being able to stay

in their own home for as long as pos sible. Up to 203 people responded to this question, though not
everyone responded to each option.

Table 2: Rate how important the following things are to you when it comes to keeping your
independence and ageing healthily:

| want to be able to stay in my
own home for as long as it is
safe to do so

I want my family and me to feel 151 46 3 1 1
supported at the end of life

| want there to be convenient 140 56 7 1 0
ways for me to travel to health
and care services when | need to

| want my family and friends to 133 59 9 0 2
have the knowledge, to help and
support me when needed
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| want my community to be able 122 56 22 1 1
to support me to live my life the
way | want

We also asked respondents to think about one more thing that would help to retain their
independence and live healthily for as long as possible.  Again, this was a free text questions so
answers were collated into themes and summarised below:

Home Support

People informed us of the support they would value seeing in the home:

91 OAvailability of practical help for working  -age people with acute illness who live alone. 6

1T 0Stop making elderly residents move | ocation
lives... we don't provide adequate home care so they move to residential care ...then as
they deteriorate they have to be moved to a nursing home...  and if there is further
deterioration they are moved again at the very end into hospice or hospital. What's wrong
with escalating care up and down appropriately in a person's own home... it would be a
lot cheaper and better for the people involved .6

Financial Support/Funding

1 0Some appropriate financial incentive to stay at home safely e.g. to make adaptions to
home or employ appropriate carers . 6

9 0oStop the cuts to social care. They are currently so underfunded as a consequence of

government austerity that they can no longer meet statutory duties. Combined with cuts

across all public services, transport , etc. vulnerable p eople are being left behind and the

harm suffered is directly proportional to how many public services are relied upon. 0

OMore access to community transport. People are being isolated due to lack of transport. 6

1 oBetter funding for the NHS allowing them to  see people more frequently and give more
attention to detail. 0

f oot is not my family and friendsd job to supp:
Fund the health service properly. 6

=

Community Support

1 OMy neighbours and community help to retain my indep endence.6

1 0oTo be well informed and have documents in place that make the medical profession
aware of views. My father had an end of life advance directive and these should be in
place for all people not just at end of life as family can then support the wi shes of the
individual in case of medical emergencies . 6

1 OEasy access to community services. Help us to be safe and secure with good people around
us. 6

1 0 mproved public transport - particularly buses in Southport. Routes have been cut which
means there is no local bus service any more to my GPsurgery - there were at least three
options up to about two years ago. 0

1 OAccess to exercise facilities. People such as Community Connectors to alleviate
loneliness. 6
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Managing and choosing support and treatment

Chart 3 shows that people we spoke to in Sefton 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 ca re 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. 205 people responded to this question.

Chart 3: Whatds most i mportant to youpdtgoubeed abl e t
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When asked to select how important different factors were on a scale of very important to not
important at all, people also deemed that making the decision about where they go to receive
health and care support and timely communications as very important. It must be noted that all
options offered to people were overwhelmingly considered to be very important or important in
their responses. This is detailed in Table 3 below, in order of the options that most people classed
as being very important. Up to 206 people responded to this question, though not everyone
responded to each option.

Table 3: Rate how important the following things are to you when it comes to managing and
choosing the support you need

Choosing the right treatment
is a joint decision between
me and the relevant health
and care professional

Communications are timely 129 65 8 1 1
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| have time to consider my 123 69 11 0 0
options and make the choices
that are right for me

| should be offered care and 113 76 9 3 1
support in other areas if my

| oc al area can:

timely way

| make the decision about 109 72 19 4 0

when | will receive health and
care support

My opinion on what is best for 108 81 14 1 1
me, counts
| make the decision about 106 83 12 4 0

where | will go to receive
health and care support

If I have a long-term 88 78 30 4 1
condition, | decide how the
NHS spends money on me

We also asked respondents to tell us one more thing that would help them to manage and choose
how the NHS supports them . Answers have been collated and categorised under emerging
themes.

Funding for local services

Respondents mentioned about more funding going into extra staff and effective online ser vices.
This also linked into comments that called for better treatment planning and public treatment
spending. For example:

Staff

Along with investment, it was recognised that funding challenges and demand for services was
putting the NHS and particularly its staff under strain, which affected the staff service with
patients. We received praise from various people regarding NHS staff, while others were asking
for more staff consistency and staff training. For example:

Appointments, Communication and Signpos ting

In regard to staff, a common theme people highlighted was the need for effective communication
both within the NHS and when talking to patients and signposting them. People also told us about
the need for better information and information accessibil ity. Comments included:

Health support and information

1 oOTo have all the options explained and a recommendation with reasons given to help
decide on basis of proper informed consent . 6

1 oOThat care is joined up and that patients don't have to follow up appointments or

referrals . 0

oPersonal records easily available. 6

9 olf | have a long-term condition or need long term care, | am automatically enrolled in
some kind of mental health care help, mindfulness, psychology, counselling. 6

=
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I oUnderstanding how health is structured so | know who to contact. Too many changes and
when living on a border with two local authorities, nightmare, as often referred to wrong
provider. 6

T 00Options available via parent access app. App
other areas. For example, test results are not shownontheap p . 6

Communication:

1 o0 Ef f e communieation contains actual information about who you are seeing, for how

l ong and why. Too many |l etters just say abx cl i
| am going for, how long | can expect to spend there or what the appointment is about. As
a carer I need information about how | ong to
attend. 6

1 oMore effective and sympathetic communications from health providers, both GP

surgeries and hospitals. They sometimes seem to forget that patients (their customers)
have lives to live beyond treatment requirements. 6

1 oBetter communication between health agencies, social care and other bodies who can
make services better. 06

1 oStop GPs making automatic referrals to local services... they should ask whether speedier
access is more important than location and allow patient to choose. End postcode lottery
access 0
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Number of people

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 a bout what good
and appropriate engagement can look like.

People in Sefton told us that being able to talk to their doctor or other health professional
wherever they are and having absolute confidence that their personal data is managed well and
kept secure, were both deemed as the most important when interacting with the NHS (see  Chart
4 below). 200 people responded to this question.

Chart 4: What is most important to you when interacting with the NHS?
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When asked to select how important different factors were on a scale of very important to not
important at all ( Table 4), people said that the most highly rated factor was having confidence
that their personal data is managed well and secure. However, all factors were deemed to
respondents as being important or very important. Up to 204 people responded to this question,
though not everyone responded to each option. Up to 203 people responded to this question,
though not everyone responded to each option.
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Table 4: Rate how important the following things are to you when it comes to keeping your
independence and ageing healthily

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

Any results are communicated 121 63 12 4 3
to me quickly making best use
of technology

| can talk to my doctor or other 110 59 31 2 1
health care professional
wherever | am

I can make appointments online 106 52 22 11 10
and my options are not limited

| can accessservices using my 99 77 15 11 2
phone or computer

| manage my own personal 94 61 32 9 6
records so that | can receive
continuity in care

| am able to talk to other 90 67 41 4 2
people who are experiencing

similar challenges to me to help

me feel better

Respondents were then asked to think about one more thing that needs to change to help them
to successfully manage health and care . These answers have been categorised under emerging
themes.

Technology

A number of people talked about not only the continue d use of technology for a more accessible
service, but also an awareness that not everybody is able to use technology:

9 oDigital services. 06

T ol am registered on the Patient Access website
records. However, in reality | can see the bare minimum. | would like to be able to access
my entire records, firstly to see if there are any inaccuracies, and secondly to remind
myself what has been said at various times. As this is my own data, | am surprised that
this is not possible . 6

1 ONot always able to access information/appointments online. Option should be given to
ensure appointments are clear and maybe appointment cards given . 0

I "Access to apmintments are helped by texts. You can access GP appointments or
consultation. Unfair you dondt get the same o
appointment. 6
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Communication

Communication was also an emerging theme amongst respondents and in particular, how they are
communicated to:

1 "Joint communicationsavail abl e across hospitals and GP ser\

T 0oEffective communication that <can be relied o
reasons, not everyone can access computers, internet and smart phones. It is important
that these people should not be discrimina t ed agai nst in the rush to
T 0The NHS really needs to think about how it i n
and put as much investment into people who have the time necessary to engage with
patients with limited understandin g and not just rely on new tec

1 ONeed for verbal communication, i.e. phone calls to make medical appointments, as online
do not give enough word count to explain what
T oFor all depart me nupapprdach, nmaking eforamatjomadn the iddividual
accessible across the NHS. This would provide a better understanding of the patient,
particularly those with more than one conditio

GP Appointments

GP appointments were also mentioned by respondents, and for a number of reasons, including
accessibility such as the ease of making weekend appointment s; and the quality of appointment s,
including how much time people get to spend with their GP:

1 OTelephone appointments don't work as my GP is unable to say when they will take p lace
so | can't guarantee that I'll be available to talk. The receptionists seem to have their
roles reduced, necessitating a GP appointment that is really a waste of time. | signed up
to be part of a patient forum but I'm not home from work when it take s place.6

1 ol often encounter difficulty when requesting medical appointments and feel screening
methods are employed that are completed by reception staff. | do not feel this is
appropriate. 6

Further comments

1 oOThat | can actually understand what staff are  saying both in terms of complexity,
sometimes there is no proper explanation offered unless requested and often spoken
about in technobabble; and in some cases, the ability to speak English to a high enough
standard particularly when attempting to discuss complicated/sensitive matters. 6

1T 0Rather than give my details to every healthca
my NHS number so my medical history can be found. | keep my medical details in my
wal |l et . ¢

T Oo0Health professi on adthsrsuppor grdups who ean provide emotionfl
support.o

T 0A f r eep h o-postaduness forrak mmmunications. People get confused with the
Dept of Health and NHS England. 6

T 0More information needs to be given t omefnamily
the best possible way. Rather than one member getting the information, adult children
should also be informed. 6

T 0oThe NHS is the thing that makes me most pr ou
service. It needs to be protected from privatisation  and also from people not using it
sensibly. It needs to be more joined up and also healthy choices need to be ingrained from
an early age. However, many people work long hours and are on low pay and it's not always
easy to choose the healthy options. Stres ses are higher as we live in a 24 -hour society. 6
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In focus: what is important to the public about health and care services?

As part of our research activity, Healthwatch Sefton conducted a focus group with members of the
general public in order to gain s pecific insight into the views of people accessing services. This
focus group took place on 29" April 2019, and was attended by 10 people. Below is a summary of
the themes and issues they raised:

General thoughts on the plan

T 0The pl an fcantminstgdo@idebsHhB the plans for future working should already
be happening. o

Primary Care 0 GPs, continuity of care and appointments

T ol think there is a | ot of waste of both money
seeing different doctors a nd having to tell our story over and over again. Primary care is
still a sticking point in terms of the GP you get to see. Consistency is important from a

patient point of view but it is | ess and | ess
1T 0Does the named <QRenaintotmy &P dngwae tgld a reception that the

doctor | usually Ilike to see had Il eft. There w
1T 00Open ended appoi nt me {gaing coaditiens Sueh @adbocked fearsthato n

make hearing difficult, eye appointm ent s and fall c¢clinics for the

Acute care and outpatient appointments

T OFoll ow up eye appointments can slip by. They
you then dondt receive an appointment. 6

Taking services into community settings

1 0 Sc nirged This should be taken out into the community e.g. town centres and
super mar ket car parks. o

Community services

1 0 P o di dpeoply end up having to pay for this privately as the wait is too long to get
seen. 6

Mental Health dtransition from CAMHS to adult services

1 Waiting times are too long.

Impact on family/family frustrations.

Mental health on both the family and young service user.

If you move areas, you then have to go and try and find the services in that area.

Spoke to 16418-year-olds who are left to drift, look at the family impact.

This age group need services where they can go and speak to someone in between

appointments. This listener needs to be linked in with their health professionals.

Mental healt h with young people is also linked to chronic health conditions.

They need to be seen in their own community or in a place they go to.

f oWhy not try wusing a trained volunteer to fil
frustration and possibly givesu ppor t . 6

= =4 =4 -4 =9

=a =4

Mental Health

T oMent al He a | &Dvesievery scloobl bave asiurse? Who pays for it? Do the school
pay out of funds or do the CCG pay?6o
T 0Mental Health is not funded properly. o
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T ONICE guidelines for this do not have percent a
T ONursing staff with ment al health problems are
f oSt aff in NHS hospitals do not have sufficient
T 0OProper provision of mental heal th facilities
T ol mproved waiting t i meamnalfandieg smtbatelarydne ahodheedsd d i t i

to can access mental health support. There needs to be access to both emergency and non -

emergency services from infancy to university.
T OEmer gency MedPeoplé whelsuffer drelakdowns and want to kill themsel ves

have to go to A&E as there are no other servic
1T 0Maybe someone coul d o-pased seavice2 Al dommugity neatth ane t y

stop shop. | know someone who was told to go to A&E and he just went home and hung

hi msel f . 6

Cancer

T ohere is still a reliance on radiotherapy and
T 0There should be more openness to adopt other
T 0Results only run up to five years for surviva

More joined -up working in the community

f oHeal th Unit s oBiminghanpHesglthcarh lmapes GP surgery, walk -in centre,
sexual health and dentistry on the lower ground floor of Boots, High Street, near New
Street Station. o

T 0Ainsdal e heal t h &Theteealellos efiservicescat untler ane roof. You
can be prescribed onto the pain team by your C

T oPai n c ladlfamnew pepsbnicames into our service, we have a chat over a hot drink
and a biscuit, this reduces anxiety. We are based with other services for people to access . 6

T 0Communi tdto havalaebailding (possible council one that is not in use) where all
professionals and community groups could come together. This could also include IT and
phone support for patients. NHS could approach larger organisations that may sponsor the
cost in return for promoting their services. There could be a one stop shop for everything
that people would use. There are community groups doing this already but the NHS needs
to come on board and work together. The flu clinics offer differen  t services and they are
called Health Fairs in the north of Sefton. One stop shop for services needs to be adopted
in all areas. o

T 0oCommunity wor KWamnpedttoobg & ¢comreunity working together with the
NHS. We all need to know about what services are out there and where to signpost patients
to. o

Better support for Young Carers

T 0oHow will this be done? Who wil!/l provide this

f oMany young carers are below the radar and the
support are identified. o

f OHa any strategy been outlined?5d6

T 0GP Surgeries could support this by identifyir
care is put into place. o

f 0Schools can play a part in identifying young
why. o

T O0A plagteurdg@rcarers to go and talk to each ot he
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Schools and Education

f 0Education programmes at schools are needed, ¢
also need this not just older children. 6

GPs working as networks and work ing better with acute services

1 oBetter l i nks are needed bet ween hospitals an
conditions. A team should work around you; the patient should be at the centre. People
with chronic conditions need community -based groups where they can go and talk to each
ot her . ¢

T oBetter communication is needed between hospit

1T oPersonalisation (getting more ciamwaloved i n you

T oMy GP will ask me 06What wo ul dahangeanicultlire, aakingt o h a p
you the manager in your own health. ¢

T 0Phar macy dmoereducatioa iseeded on this. This is a very good service. Patients
should be encouraged to monitor and look after their own health but there are difficulties
in this as the general public are not medical professionals so they would have to start as
basic monitoring, taking ownership of oneds ow

Specialist NHS Trusts

1 0Speci al idsuhderstanduvehy specialist Trusts are needed but patients have to
travel ther e. If by NWAS [North West Ambulance Service] there is already enough strain
on them coping with emergencies. 6

More services needed in North Sefton

T 0We need-ima wahkre in Southport. ¢
Use of IT
T oNot alll of us can wuse or tohpevide talzletsorecensections | T . F

to IT to individual patients and train them how to use it. That way they can manage their
own health from their own home where possible. This can also include equipment at home
to monitor own blood pressure or blood sugars. This would also support transport issues.
Other people in the group felt some older people needed a phone contact as they can be
scared of technology or not be able to use it. It needs to be tailored to an individual. Pre -
paid dongles could be used and that way patients could only access the apps they were
given permission for.o
T ol t i s important that al/l services use the sam
across differing providers and systems. 6

Primary Care networks/sharing of best practice

The plans for primary care networks within the plan are good and locally they seem to mirror our
locality model. Working together as networks could make a huge difference. This will work well

i n Sef tsamurbansarea lutcould be not so great in a rural setting. Working together should
help in the coordination of referrals.

Best practice should be shared and rolled out to all areas within a borough so that there is no
postcode lottery. This would drive quality forward. Example given relating to the work of the falls
prevention team in North Sefton. Practices should be standardised. Another example was a GP in
Southport who piloted a diet to support the control of diabetics. This was successful but was no t
rolled out.
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Funding for the Long Term Plan

T ONHS needs to use this money they have wisely
How much wil|l Sefton receive of the A20 billio
plans amount to invested ¢ hange if there is a change in government? |s this additional
funding or part of an existing budget taken from other parts of the NHS? Funding is not a
bottomless pit.o

f 0oThis plan could actually produce savinge but
another. It would be important that the public gain oversight of how much of the national
funding is given to each | ocal O6Placed area. ¢
T 0A20 billion is not enough and there needs to
T 0Reassurance i s aneidacmicue nomatter whabhgovemrhent is leading
the country. This needs to be a cross party pl
NHS Staff

T oThere needs to be more of a focus on staffin
education and also in the emotional healthand wellbe i ng of staff . 6
T oMore emphasi s/ education needs to be provided

community rather than telling your story over
T oMany of the issues relate to the system and N
T 0St af f ges mdacutead is a problem, with a lack of quality time for staff and

management to plan properly. There is a |l ack o

T 0Absenteeism with nursing and ambul ance staff
in the UK. DO

f 0Outsowmwmaoitma@acts is a big issue without equal [

T 0oThere is a | ack of honesty with staff about f

How do we want to be engaged moving forward?

It was felt that PPGs [Patient Participation Groups] are a good way to engage with patients. This
allows patients to have a say within their own GP practice on issues. If looking at the primary care
network model, locally PPGs could come together and form a PPG network for that locality so that
they can be utilised as a point of reference. 6

The Friends and Family test was seen to be good but all patient feedback needs to be joined up.

This practice is becoming more of a common approach with patients accepting that this is in place.

Healthwatch ask for patient feedback. The GPs and Trusts need to ensure He althwatch feedback

is included al/l toget her . People complete feedbac
leaving feedback. GPs and Trusts need to ensure patient feedback on what they have heard and

acted upon is visible and accessible to patient s . 0

Feedback on a personal patient point of view needs to be personal to the individual.

People often want to share what doesndt wor k well
has worked. During Healthwatch engagement stands however patients will say that everything

went well and then as you talk with them, they start to share more and more feedback about what

didndét go wel |

Sometimes there can be a trust issue in sharing any feedback.

There is also the 6so what o elhemdenotreceive angfpeldbacks har e
on what impact it has had.

It was felt that local people need to be engaged on wider system changes and issues if it affects
them. It is important that everyone knows about changes but information is shared at a level at
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which the general public can understand. It would be very important to ensure that patients in
receipt of a service are engaged as they are users at the point of delivery. Patients are fed up of

being asked to fild]l i n sur veyrs despitermpeopld shaging théirs ur v ey
frustrations, it is important that they continue to be engaged and heard and every avenue needs
to be used. It is still important that voices are heard.

Further comments

T 0Cancer services at Ai nt rbegvertreditvatevesyistaggalodgp s pi t a

the way. Great care was received. 0
T OoWithout support of tme NHS, | woul d be dead
f 0l n relation to urgent cared 111 was prompt an
T 0The Clinical Commi ssioning GoOBoup in the north
1 0 Sout Mpspitalts poor in delivering but has pockets of best practice .6
T 0oTwo family members have died. One, t here was

with the second, they had been given a blood transfusion whilst on warfarin .6

T 0l have had eatxAnteek forehe pastdzayears. Smouldering myeloma which
is not active, care has been very good. There was a communication issue and | am not sure
the doctor read my notes beforehand. ¢
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P e o p lexérisences of NHSsupport for specific

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 22 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

Autism 1
Cancer 2
Dementia 7
Heart and lung diseases 1

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

Mental Health

g o O

Table 6: Who are you responding on behalf  of?

Autism 0
Cancer 2
Dementia 2
Heart and lung diseases
Learning disability

Long-term condition e.g. diabetes, arthritis

[EEN
w o o o o o Bk

N O O

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

Autism 0 1
Cancer 0 2
Dementia 3 4
Heart and lung diseases 1 0
Learning disability 0 0
Long-term condition e.g. diabetes, arthritis 2 4
Mental Health 2 8

Experience of getting help and support

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

Autism 0 1 0 0
Cancer 2 0 0 0
Dementia 2 1 4 0
Heart and lung diseases 1 0 0 0
Learning disability 0 1 0 0
Long-term condition e.g. diabetes, arthritis 2 1 3 0
Mental Health 1 2 2 0

Tell us whether the support met your needs and how it could have been improved.
Autism:

1 Olnitially after receiving a diagnosis of ASD [Autism Spectrum Disorder] the paediatrician
offered no support or advice other than to buy a book of suggestions of how to proceed.
When a difficult time arose, there was no suitable help at all. GPs are not the right place
to go for help, waiting lists for mental  health assistance are unacceptably long and
possibly not the correct treatment. Many professional health care practitioners quite
simply do not have sufficient knowledge of ASD and the problems it can cause. Immediate
help by a specific Autism specialist would help. The Police and Ambulance services are not
suitable. Mental Health services are not helpful when they claim they are not qualified to
treat ASD and suggest the Police are the appropriate department. 6

Cancer:

1 OLiverpool Royal University Hospital sorted out my bowel cancer. 6
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Dementia;

9 OBy better listening and conversation . 0

1 oVery disjointed. Long delays. 6

I 0oTook a long time to get diagnosis. | felt the doctor could have explained things more
clearly, in lbaymands ter ms.

1 oThe condition of dementia was not very well supported at first. It was hard to get a
diagnosis and when we did get one, we didn't know what support was available. ¢

Heart and lung diseases:

1 "My actual diagnosis was after a CT angiogram- lung nodules. | had some weeks waiting
for a string of tests: PET scan, gastroscopy (highlighted by the PET scan), two failed CT
guided lung biopsies, one VATS procedure.6

I oMy consultant chest physician did not listen to me. He did not take into account my own
views. A terti ary referral to an interstitial lung specialist took 16 weeks!"

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

1 oBetween the diagnosis of cancer and waiting for a specialist opinion was a period of
anxiety. 6

1 oThere was no support. | ended up paying for a pr ivate consultation to try to get some
information sooner to help with the anxiety of receiving such a diagnosis. 06

9 OoFelt that | didn't get time to ask questions and that was a big rush when | was first

diagnosed. Have never seen a doctor about my condition only practice nurses. 6

0Told no treatment possible. 6

1 oOlt was excellent. My only problem was that | had to b uy my own blood tester (but was
not charged VAT). 6

1 OWent for a blood test and found | was pre -diabetic which progressed to Diabetes and was
placed on medication. 6

=

Mental Health:

1 oDid not get support for my child who was suffering with anxiety attacks and unable to go
out, she was in a very bad state with several hospital visits when she experienced these
panic attacks. 6

71 oDoctors referred me to Access Sefton but Probation referred me to Mersey Care - Life
Rooms, which has been agod send to coping with anxiety and depression. 6

1 Olnitial diagnosis of depression not psychosis was good but little support after that other
than medication. One to one support was needed but a waiting list of  six months for
counselling was not helpful . 6

1 oWasn't able to receive CBTor counselling. 6

1 0Our support has increased considerably since moving to Sefton it was poor to non -existent
in Cheshire East. 6

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

0 0 1 0 0

Autism 0
Cancer 1 1 0 0 0 0
Dementia 1 1 4 1 0 0
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Heart and lung diseases 0 0 0 1 0 0
Learning disability 0 0 0 0 0 0
Long-term condition e.g. 0 1 3 1 1 0

diabetes, arthritis

Mental Health 1 2 0 1 1 0

Table 10: Do you have any other/additional conditions including long term conditions or
disabilities?

Autism 1

Cancer

N O O

Dementia
Heart and lung diseases
Learning disability

Long-term condition e.g. diabetes, arthritis

oo N O O o N

o ~ O B

Mental Health

Table 11: If so, how would you describe the experience of seeking support for more than one
condition at a time?

0

Autism 0 0 0 0
Cancer 0 0 0 0 0
Dementia 0 0 1 1 0
Heart and lung diseases 0 0 0 1 0
Learning disability 0 0 0 0 0
Long-term condition e.g. 0 3 0 1 0
diabetes, arthritis

Mental Health 0 0 0 0 0
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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?

0

Autism 1 0 0 0 0
Cancer 0 0 1 1 0 0
Dementia 0 5 0 2 0 0
Heart and lung diseases 1 0 0 0 0 0
Learning disability 0 0 0 0 0 0
Long-term condition e.g. diabetes, 1 2 1 1 0 1
arthritis

Mental health 1 1 1 2 0 0

Autism:

1 OApproximately two years. 6
Dementia:

1 Olt was some time ago, but the wait to see a specialist was way over 18 weeks. 06
"Dementia - two years after first raising concerns 0.

0A few months. 6

olnitial referral came quickly. Diagnosis took long time. 6

oMy dad didn't know what was available and was very much in the dark as what the
diagnosis meant and where to go for help. 6

=A =8 =4 =9

Heart and lung d iseases:

1 "Failed CT guided biopsy (x2) - got to the back of the queue and wait again , 6
9 olt took months to get a diagnosis ."

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

1 "l'was waiting for a number of weeks to see a haematologist after | received the  diagnosis
of lymphoma. 6

1 oldidtalktoa Lymphoma nurse at The Christie Hospital, Manchester (out of my area) as
there was no one obviously available locally with knowledge."

1 OArthritis - three months after first asking for help."

1 0 S im&nthsé

1 OWas picked up from a urine sample when visiting Hospital clinic for another condition. 6

Mental Health:

1 OWe waited whilst the doctor tried to get help from Alder Hey but as my child did not
self-harm, we were low priority even though my child was in a very bad way at  thetime . 0
i1 OAttended A &E and was referred to Assessment unit. 6
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9 ol didn't wait too long butthe CBTcounselling didn't materialise. | needed further support
and went straight to the crisis team who were brilliant. 6
9 oHad to wait for appointment with mental h  ealth team. 6

Table 13: How would you describe the time you had to wait between your initial
assessment/diagnosis and receiving treatment?

Autism 1 0 0 0 0 0
Cancer 0 0 0 2 0 0
Dementia 0 0 2 5 0 0
Heart and lung diseases 1 0 0 0 0 0
Learning disability 0 0 0 0 0 0
Long-term condition e.g. diabetes, 1 2 1 2 0 0
arthritis

Mental health 1 1 2 1 0 0

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

Autism 0 1
Cancer 1 1
Dementia 4 3

Heart and lung diseases
Learning disability

Long-term condition e.g. diabetes, arthritis

N W O O
w w o Pk

Mental health

If you accessed support what aspect could be improved?
Dementia:

1 OThere was a long delay between diagnosis and post diagnostic support. 6
Mental Health:

1 OThere needs to be more staff in all aspects of service. 06
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Table 15: Were you referred to a specialist? For example, a hospital consultant, psychiatrist
or physiotherapis t

Autism 0 1
Cancer 1 1
Dementia 7 0
Heart and lung diseases 1 0
Learning disability 0 0
Long-term condition e.g. diabetes, arthritis 3 2
Mental health 1 4
Table 16: How would you describe the time you had to wait between the initial appointment

and seeing the specialist?

Autism 0 0 0 0 0 0
Cancer 0 0 0 1 0 0
Dementia 0 1 6 0 0 0
Heart and lung diseases 1 0 0 0 0 0
Learning disability 0 0 0 0 0 0
Long-term condition e.g. diabetes, arthritis 0 2 1 0 0 0
Mental health 0 1 0 0 0 0

Cancer:
91 OA matter of weeks. 6
Dementia:

1 OMore than the 18 weeks. 0

1 Olnitial waiting time for seeing consultant was quite quick. Waiting time when consultant
referred me to a second consultant was met by logjam which needed intercession from my
MP to resolve.6

Heart and lung diseases:

1 016 weeks+ to see the interstitial lung specialist at University Hospital Aintree. 6

What would you do? 281




NHS Long Term Plan Engagement Programme healthwatch

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

I OA period of anxiety. | decided to pay to see a consultant haematologist myself to speak
to. 6

1 ol was initially referred to wrong specialist and had to wait again to see the right
consultant. 6

Table 17: If you needed it, how easy did you find it to access ongoing support after you were
diagnosed or assessed?

Autism 0 0

Cancer 0 1 0 0 0 0 1
Dementia 1 0 3 2 0 1 0
Heart and lung diseases 0 0 0 0 0 1 0
Learning disability 0 0 0 0 0 0 0
Long-term condition e.qg. 0 1 1 2 1 1 0
diabetes, arthritis

Mental health 0 0 1 2 2 0 0

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

Autism

Cancer 1 0 0
Dementia 2 2 2
Heart and lung diseases 1 0 0
Learning disability 0 0 0
Long-term condition e.g. diabetes, arthritis 2 2 2
Mental health 0 3 2

Autism:

1 oOThere was no care provision at all in Sefton until around five years ago. By this point
various problems had been allowed to become accepted behaviour and will most probably
never be changed.6
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Dementia;

1 "At the beginning we were offered day care which was good, but when the situation got
worse, a diagnosis of resid ential care was given, but the time given to agree to the place,
was not enough to properly assess and consequently the care was not good. 6

1 ol know places are limited, but a little more time to look and visit, without pressure would

be good."

oDelays. Most information had to be researched independently. 6

1 oOMore information needs to be advertised in all areas of the hospital and GP surger ies.
Help should be automatic and then should come to the house of the person diagnosed. 6

=

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

91 "Firstly, it took some years to get a diagnosis (cutaneous lymphoma) with a diagnosis being
given of cancer then withdrawn on more than two occasions6

1 0OThere was not communication from my initial needle biopsy of my neck swelling with the
ENT surgeon - he gave me the diagnosis of non-Hodgki nds | ymphoma, and
what happens next, he said he would send me for a CT scan - end of discussion and
consultation! No communication skills, no offer of any support."”

1 ORegular blood tests and other various tests e.g. optician. 0

Mental Health:

1 oNo support from school, did not have any pastoral care, cuts in staff meant no one at
school trained to deal with children undergoing emotional problems. Doctor referred child
but not taken up by hospital as not deemed a priority, long list of children waiting for
counsdling because of lack of resources. 0

ONo ongoing support other than self -care. 6

0The GP did not do a lot for me but the crisis team were fantastic . 0

1 olf you ring for help/appointment can  take weeks to be seen. 6

= =9

Table 19: During your whole experience of getting support did you receive timel y and
consistent communication from all of the services that you came into contact with?

Autism 0 0 1
Cancer 0 0 1
Dementia 0 2 2
Heart and lung diseases 0 0 1
Learning disability 0 0 0
Long-term condition e.g. diabetes, arthritis 2 3 1
Mental health 0 3 2
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Please explain how the care did or did not meet your expectations and how could it be
improved?

Dementia:

1 OThere can always be better communication . 6

1 OPeople don't seem to communicate with each other. Often the case is "left hand doesn't
know what the right hand is doing" Services/care not joined up. 6

1 OToo early to say. 6

9 oFor a while it was just not there. 6

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

1 OAnyone receiving a diagnosis of serious cancer should have an appointment within 48
hours to discuss possible implications for that individual. To have to wait a number of
weeks is too long. 6

9 oNo treatment offered. 6

Mental Health:

1 OAfter getting no help we ended up paying privately for counse lling as we felt our child
was at breaking point . 6

1 0OThe GP was not great but the crisis team were good . 6

1 oDepends on what you call timely, letters etc take weeks or more to come  through if at
all seems to be delays in preparing reports/letters and typing them. 6

Time spent travelling to access support and care

Table 20: What is your main means of transport?

Autism 0 1 0 0 0 0 0
Cancer 1 0 0 0 0 0 0
Dementia 2 4 0 1 0 0 0
Heart and lung diseases 1 0 0 0 0 0 0
Learning disability 0 0 0 0 0 0 0
Long-term condition e.g. 1 1 4 0 0 0 0
diabetes, arthritis

Mental health 4 0 0 1 0 0 0
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Table 21: How much time would you be willing to travel for to receive a quick and accurate
diagnosis?

Autism 0
Cancer 1 0 0 0
Dementia 0 5 2 0
Heart and lung diseases 0 0 0 1
Learning disability 0 0 0 0
Long-term condition e.g. diabetes, 0 5 0 1
arthritis

Mental health 1 3 1 0

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

Autism 0 0
Cancer 0 1 0 0
Dementia 0 6 1 0
Heart and lung diseases 0 0 0 1
Learning disability 0 0 0 0
Long-term condition e.g. 0 3 1 2
diabetes, arthritis

Mental health 1 4 0 0
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Your expectations at each stage of your care

Table 23: What is most important to you when first seeking help?

Autism 0

Cancer 0 0 0
Dementia 3 2 1
Heart and lung diseases 0 1 0
Learning disability 0 0 0
Long-term condition e.g. 2 3 0
diabetes, arthritis

Mental health 1 < 1

Table 24: What is most important to you  when you first received a diagnosis and explanation
of treatment or support options  ?

Autism 0 0
Cancer 0 0 0
Dementia 2 4 0
Heart and lung diseases 0 1 0
Learning disability 0 0 0
Long-term condition e.g. 2 2 1
diabetes, arthritis

Mental health 1 3 1
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Table 25: What is most important to you d  uring your initial treatment or support ~ ?

Autism 0 0
Cancer 0 0 0
Dementia 3 3 0
Heart and lung diseases 0 1 0
Learning disability 0 0 0
Long-term condition e.g. 3 1 1
diabetes, arthritis

Mental health 1 3 1

Table 26: What is most important to youd  uring your long term support ?

Autism 0 1 0
Cancer 0 0 0
Dementia 4 0 2
Heart and lung diseases 1 0 0
Learning disability 0 0 0
Long-term condition e.g. 5 0 1
diabetes, arthritis

Mental health 2 3 0

Supporting you to have more control over  your own care

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

Autism
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Cancer 0 0 1 0
Dementia 1 5 0 0
Heart and lung diseases 0 0 0 1
Learning disability 0 0 0 0
Long-term condition e.g. diabetes, 2 2 0 2
arthritis

Mental health 3 2 0 0

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

1 olmprove almost every aspect of their services. Provide sensible, factual advice and follow
itup. 6

Dementia:

1 OReview health/fitness/appropriateness of medication at regular intervals. o]

9 oBetter communication. 6

1 OEasier, accessible appointments to GP.6

i oStaff need to be trained to deal with people with dementia. Wards for just people with
dementia. 6

i OEasier appointments. Lower waiting time. 6

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

1 OThere is no availability for phlebotomy. Last time | was unable to get an appointment in
the week ahead and | went to the 'drop in serviced where | waited for 90 minutes for
phlebotomy. The lady was so rushed she did not bother to read the form properly and |
had to tell her she had missed out a blood bottle (as | get the same tests regularly),
resulting in an additional venepuncture! The haematology clinic now asks for the bloods
to be taken prior to the OPD appointment - try to organise it! Not enough resources. 6

91 OAbility to speak to somebody when | needto . 6

1 0Good painkillers that do not have bad side effects - Drugs to cure condition. 6

1 ORegular support, that | am currently receiving. 6

Mental Health:

T ol donot think we have adequate resources to
problems in the Sefton area, | felt let down and helpless trying to get support when my
child most needed it. 6

1 00ngoing counselling or psychiatric help . 6

1 OMore talking support . 6

1 ONeed access to support and care when required. 6

Further comments

Heart and Lung Diseases:
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1 "What was a great service at University Hospital Aintree - having full respir atory
function tests one day and | managed to get an out -patient appointment for the next day
in the respiratory medicine dept. 0

1 olt would have been useful to have a copy of my respiratory test results at the time (I
asked!) Why the secrecy?"

Long-term c ondition e.g. diabetes, arthritis:

1 "What a waste of time and resources to attend a busy haematology clinic (E160) to be
told that your blood tests are normal! Time and time again.... Why cannot this be sent
to the patient, or receive a text message ? | sit for 2 hours in a crowded outpatient clinic
(every 3 months) to get the result. No -one examines me. | have had lymphoma for some
years. In remission. | Am asked the same questions each visit and have enough sense to
know what amounts to a relapse. If there is no need to examine, why cannot a phone
consultation e .g. with a nurse suffice? The blood test form can then be sent out for
three mont hs & ©i me et c.

1 OEven worse is the situation where a consultant has to see you just to keep you in the
system. (Dermatology, lymphoma malignancy). | have now been given a yearly
appointment; however, it is not as if | cannot see if | have lumps and bumps in my skin.
Why not just have a system where known cancer patients can self -refer back directly to
the specialist? The patient knows best!"

Mental Health:

1 oOMental iliness services in Sefton are better funded than Cheshire but are still in need
of investment and recruitment | appreciate that there are shortages of trained
individuals seeking permanent employme nt. This need addressing at a national level and
research on why graduates chose to train in the professions and why graduates do not
enter a career from their degree. i .e. there is a very high drop -out rate from medical
and nursing graduates. Why?

In focus: h ow will the Long Term Plan work in our community for children
and young people in supporting them to start well?

As part of our research activity, Healthwatch Sefton conducted a focus group with members of
staff from local Clinical Commissioning Groups, Sefton Metropolitan Borough Council, service
providers, and people from the voluntary, community and faith sector.  This focus was chosen by
Sefton Transformation Team as they wanted to learn more about current gaps in children and
young peopl e d ookdoeaeativecvays toammpibve pathways . This focus group took
place on 7" May 2019, and was attended by 12 people. Below is a summary of the themes and
issuesdiscussed

Services to support starting well

I Progress has been made in integrating early intervention and prevention services , an
example of this being the ACE programme. Sefton Council in partnership with Knowsley
and Liverpool have adopted the Adverse Childhood Experiences (ACE) toolkit, developed
and robustly tested, which provides an evide nced based assessment of the impact of
childhood trauma. These can include emotional abuse, sexual abuse, physical abuse and
emotional neglect.

1 The ACE programme is great but the demand for this is high.

1 There needs to be programmes/packages for the whole family. The whole family needs to
be supported and included.
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T

T

There are no longer free sporting activities for children and young people. This is linked to
the savings which Sefton MBC has had to make. Years ago, there would have been sports
clubs and activities during school holidays and after school and they are no longer available
for free. Now there are costs attached and many families are unable to fund this. This is
why c¢children tend to stay at home mor e thend
cost of getting involved.

More funded exercise activities need to be available. This may encourage and motivate
families to get involved. The added benefit of funding activities is that this may help to
increase the number of children and young people taking part in exercise activities and
will support the obesity agenda.

There needs to be more education and support in place to encourage children and young
people not to engage in gun and knife crime. The same needs to be in place for drugs and
alcohol.

In general, there needs to be more accessible services for young people across the borough
and this will take a lot of work.

Youth centres have been closed/taken away and there needs to be more leisure provision.

Learning disability and Autism services

1

There was a discussion about what is the offer for people with learning disabilities or
autism.

There appears to be different levels of support for different children and young people.
There is some social support. Aiming High is in place but this is cur rently being reviewed
as part of restructure work.

Sexual Health Promotion has been providing input for some time now and there is good
partnership working.

Mental Health services (CAMHS)

T

1

1

1

For children and young people within the service, the service is good. There is however, a
massive gap for those children and young people who do not meet the criteria.

Mental health support for children and young people not in education or training is one of
the big gaps in the borough.

There needs to be more services in place which support children and young people who do
not meet the criteria for CAMHS.

There should be more access to information and support which is available online.
Examples given were more question and answer areas and access to local information.

OWe are not supporting the children who are

of vulnerable children and young people. o6
There needs to be an increase in referrals into the service from clinicians in sexual health

Sexual Health services

T

=

Children and young people are becoming sexually active earlier and there is a problem with
STls. A |l ot of work is being undertaken in
There is a local gap in the availability of support groups for young mums in the area. There
used to be more support and earlier targeted intervention is needed.

It was observed that there is increasing sexualised behaviour in children and young people.
What is working well more joined up commissioning within the Public Health Team. This
has meant better dove -tailing of tendered specifications that cross -reference each other
e.g. 0-19 Team Health & Sexual Health collaborative work delivering C -Card and Chlamydia
screening. The tender includes preventative (sexual health promoti on) as well as the
specification for a clinical service. This is quite unusual dbut joined up again. Sexual health
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T

has just reorganised times and a new location has been opening in Bootle (April 2019).
Monitoring of this is underway for patient satisfact ion.

It is harder to negotiate with services who are not being performance managed by KPIs on
which Sexual Health can support. Initially this has been an issue with council services, but
this has recently been a much -improved situation since the Early Help reorganisation. Joint
training and roll out of sexual health are now signed up to and being introduced .

Travel issuesacross a borough wide service.

Keeping up to date on the service changes of other organisations.

For a community service, closer partners hip working and agreement to share or sign up to
other Trust policies and PGD (Patient Group Directions) would be useful. Initially the
service was part of the same PCT as other community health (HVs, school nurses etc) and
it was easier for these teams to adopt or share targeted work. Community Health is now
delivered by our ICO, Mersey Care & NW Boroughs (might be more).

More joint working built into service specifications.

Health and social care support within educational settings

T

There is increasing evidence that children and young people are sharing indecent images

of their bodies viatext ,etc.and t he i mpact on children and yo
needs to be addressed.

There used to be PSHE sessions/days held in school and they were really goal in targeting
issues/raising awareness. They were really good and more sessions like this need to be

held.

Local hospitals have educational programmes and they should be run in schools, where

they will have large audiences.

In some primary schools they used to hol d sessi oridsThecsessidned 6 c
provided an opportunity to have open and hones
this in secondary education where they are needed the most.

There needs to be more targeted discussion time s/sessions for male students.

For children with Diabetes, this long term condition is being supported more and more with

the use of technology (e. g. pumps). Teachers d
deal with this. For children and young people with Diabetes, blood sugars can have a direct

i mpact on behaviour and teachers dondt appreci
Example provided of psychol ogical i nput in the
This therapy is centred on working t hrough a problem and then working on a solution

together. This service would be valuable to all children and young people with long term

conditions.

Some schools have a school nurse on site and some daot. A standardised approach needs

to be adopted acro ss all schools. They need to be more visible. It was felt that there should

always be a medic on site.

A better coordinated approach to these settings is needed in the way Healthy Schools used

to do. This could allow for quality control on external provide rs within schools but also to

allow for joint delivery of risk prevention work etc.
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Historically part of Lancashire, St Helens is now part of Merseyside and became a Metropolitan
Borough in 1974. The Borough of St Helens covers approximately 12 square miles and has a
population of more than 178,000 people. Previously a thriving industrial town, St Helens now faces
high levels of unemployment. The qualit y of life for people in St Helens varies, with significant
inequality in life expectancy between the most affluent and most deprived areas; 7 years for men
and 9 years for women. Challenges faced include an ageing population, poor mental health, high
suicide rates, alcohol dependency, respiratory conditions and high rates of cancer. The number of
people who are overweight, obese or living unhealthy lifestyles are also a concern. *°

In St Helens we received 416 survey responses, consisting of 272 general suneys and 144 specific
conditions survey responses. There were also 23 attendees across two specific focus group events.

10 Source: St Helens Joint Strategic Needs Assessment 2018.
https://info4.sthelens.gov.uk/strategic  -assesments/jsna

What would you do? 293



https://info4.sthelens.gov.uk/strategic-assessments/jsna






























































































































































































