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	FREEDOM OF INFORMATION: 
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	1. PURPOSE OF THE REPORT:



	CCG recognises that to secure the required transformational change to deliver sustainable health services in the future, the public need to feel that they have sufficient support to keep themselves healthy and to live independently. 
The attached report provides the findings of the Keeping Well and Living an Independent Life project. This project, using ELC principles, aimed to engage with 160 members of the local population to gain an understanding of what they felt they needed to enable them to keep themselves well. The project actually engaged over 200 people at 14 different events, namely; 

· families with preschool children, 
· families with school children, 
· families with children living with disabilities, 
· care home residents and staff, 
· older people who live independently, 
· people in recovery, 
· people who use GP services, people who work in public services (Scunthorpe General Hospital and North Lincolnshire Council)
This report will be shared with Health and Well-being Board, and the relevant sections shared with the groups who participated in them.
CCG Governing Body is asked to acknowledge the report and agree the publishing of this on the NL CCG website, feeding the key messages from this work into the Healthy Lives, Healthy Futures engagement process, the 2014/15 commissioning plan and the Joint Strategic Needs Assessment.
Due to the size of the documents, the report is attached in 2 separate documents.

Part 1: The Report & Appendices 1 - 6
Part 2: The Appendices 7 - 12
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	2. STRATEGIC OBJECTIVES SUPPORTED BY THIS REPORT:


	Continue to improve the quality of services
X
Reduce unwarranted variations in services
Deliver the best outcomes for every patient
X
Improve patient experience
X
Reduce the inequalities gap in North Lincolnshire



	3. IMPACT ON RISK ASSURANCE FRAMEWORK:
Yes

No

X


	

	4. IMPACT ON THE ENVIRONMENT – SUSTAINABILITY:
Yes

No

X


	

	5. LEGAL IMPLICATIONS:
Yes

No

X


	

	6. RESOURCE IMPLICATIONS:
Yes

No

X


	

	7. EQUALITY IMPACT ASSESSMENT:
Yes

No

X


	Equality Impact assessments will be required on all service changes developed in response to this document



	8. PROPOSED PUBLIC & PATIENT INVOLVEMENT AND COMMUNICATIONS:
Yes

x
No



	Please explain briefly what involvement/communication has taken place or is planned

The output from this report will be shared with Health and Wellbeing board, joint strategic Needs Assessment and will inform the Healthy Lives, Healthy Futures work
Does this paper need to be forwarded on to another Committee Group?
Health and Wellbeing Board


	9. RECOMMENDATIONS:


	The  CCG is asked to: -

· Note the content of this report
· Approve the posting of this report onto the NL CCG website
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Analysis of North Lincolnshire ELC™ Co Design Programme: keeping well and living an independent Life,
people in recovery, Celebration Event 07 May 2013

We asked the people who work in recovery from drug and alcohol misuse and the people and families who use services to tell us about their
current and desired experiences of several ‘emotional touch points’ around health and care that we know keep people well and living an
independent life.

This appendix summarises the findings.

What participants told us

Current experience of keeping well

The emotional map on page two shows the current experience of keeping well and living an independent life across the 10 touch points.
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Key learnings

e This is a community have more often experienced difficult, abusive, unhappy childhood with few positive role models. Grandparents or
teachers provided positive role models as often as parents. Having inspirational positive adult role models was something people
wished for in childhood, although people also recognised their parents did the best they could

e Many people within this community had not learnt life skills; had learnt the hard way - on their own or from peers who misused drugs
or alcohol. This contributed to their choices

e Those who have been cared for by the local authority are especially unlikely to have learnt life skills. This impacts significantly on their
life chances and ability to transition successfully into work and independent life — and to keep well. The local authority and those
providing care need to recognise this and review how well they are equipping children in care for an independent, healthy life

e Life transitions - and most especially an emotional loss (bereavement or divorce) - were often recognised by participants as triggers for
them starting t misuse drugs or alcohol or both. People received no early support from services to cope with these emotional losses
and so resorted to other means. Any redesign of prevention of misuse needs to focus in on identifying young people who are
vulnerable and coping with emotional loss to support them to transition and recover from loss and to choose positive coping strategies
to manage emotion pain when they are vulnerable

e People say a positive aspect of drugs and alcohol is that it ‘numbs the emotional pain’. When people recover, often their emotional
pain and unresolved grief returns. It is at this point, services often end — when actually this is when people say they are in need of
support to develop positive coping strategies and to face up to dealing with grief. This is another area where services can and need to
developed further

e People feel ashamed and as if they are letting their family down when they misuse substances. Their family is very important to
people’s well being. Those without or estranged from family are especially vulnerable

e When people are ‘in crisis’ as observed by their friends and family, they may actually feel positive and have a strong sense of belonging
to a community of people like them
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e People are concerned about seeking help when they are in crisis because they ‘fear arrest’. They also say they do not know where to go

Clinical Commissioning Group

with dual dependency issues (drugs and alcohol)

e Peer support is a critical part of recovery. Peer role models and support from ‘buddies’ with lived experience is essential to successful
recovery experiences. They provided inspiration and hope that people would succeed in kicking their dependency

e For many people, a professional key worker or professional person who supports them in their safe ‘home space’ has been vital to
keeping them well and supporting them to return to independence. These individuals were seen as the most important thing —and
described as ‘angels’ who give people ‘hope’ and ‘faith’

e Family, partners, pets and doing sport, education, volunteering and having life goals and money help provide a sense of purpose and
motivation to sustain recovery and well being

e Some participants wanted to keep their journey towards independence secret within their community and preferred to travel to
pharmacies outside their community to collect prescriptions. Several participants felt that pharmacy teams were judgemental of them
and that they did not treat their condition as a disease. They felt that pharmacy services were ‘unresponsive’ and they get a second
class service:

“I collect my prescription from another town. The pharmacist looks down in you. He does not see (this) as an illness and is unresponsive when
something with the prescription is wrong; saying | have to sort it out even though it is not my fault. He would not treat other people like that.
He would get it sorted”

Desired Experience

The map below on page five describes peoples’ desired experience of keeping well and independent living across the 10 touch points.
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Key areas for improvement:

e Supporting young people through emotional crisis to prevent them choosing substance misuse

e Connecting people with inspirational peer role models through recovery and afterwards

e Recognising that when people recover, they then have to start to deal with unresolved grief that caused them to seek comfort in
misuse in the first place; making sure that services stretch beyond recovery and support this in particular

e Making sure people with dual problems are clear where to go for help

e Communicating / creating safe spaces for people to seek help without fear of arrest

e Designing relationship based care for people in recovery — with key workers and others working in sheltered housing facilities given
time and space to develop close, trusting relationships

e Investing in life skills education (provided by older, inspirational role models) — especially for children in care before they transition into
independent life

e Recognising the importance of family as a support; involving family and friends

e Working with those who have no family or friends to ensure that they are able to develop close, supportive relationships with key
workers and peers

e Looking at how improve peoples’ experience of the pharmacy service.
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What matters most and keeps people well

People shared what matters most and this was captured as an image.







_1436944385.pdf
J, heqilvgsh sty

Clinical Commissioning Group

E ﬂ c North Lincolnshire

Analysis of North Lincolnshire ELC™ Co Design Programme: keeping well and living an independent Life,
Public Sector Employees June 2013

We asked the people who work in Scunthorpe General and The Civic Centre to tell us about their current and desired experiences of several
‘emotional touch points’ around health and care that we know keep people well and living an independent life.

Most of the participants were staff. A few people using health services responded. Their stories have been included elsewhere in other
sections of this analysis e.g. carers. This appendix summarises the findings.

What participants told us
Scunthorpe General

Current experience of keeping well

The emotional map on page two shows the current experience of keeping well and living an independent life across the 10 touch points.
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Childhood models and life skills: Parents and teachers were the main role models, with one person mentioning a spiritual mentor as a role
model and teacher. People also talked about their experiences of being a parent:

“As parents of a teenager, it is hard to know what to do about diet. When she was young, our daughter was in a low weight centile. The
health visitors gave the wrong message — put fear into us so we let her eat anything she wanted.”

Coping with transition:
“Anyone in NHS is used to change — get used to it”
Discharge lounge: a special case

As part of this work and because people told us their experience of transitions in care were often poor, we visited the Discharge Lounge in
Scunthorpe General. We found that the Discharge Lounge is a significant asset that is not being fully utilised to support people to transition
currently. This is what staff told us:

“The discharge process is really important, if we get it wrong, it delays things for the person and for the hospital. There is a discharge
protocol and check list for the wards to use. No one follows it. There is no recognition amongst ward teams of the practical challenges
around successful discharge. Often families are not made aware their loved one is being discharged, which is upsetting for them and the
person.

We find it is really practical things like getting keys to the person’s house, transport and making sure there is someone to go in and care —
cook a meal when they arrive home that are the big and most frequent challenges. Social services are difficult to get hold of later in the day
as well. Wards do not treat people being discharged to care homes (for intermediate care) differently, even though we need to do things
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differently for them. We co-ordinate all that - getting transport; making sure there are relatives to meet them at home. The discharge
lounge is the safety net that makes sure people transition well. We have a bit more time to listen in the discharge lounge.

Lots of people in this hospital don’t know what we do in discharge lounge. No recognition from senior management. They have never been
here. We have invited them. They do not understand the value we are adding.

We get so frustrated when wards don’t refer to discharge lounge. We see people being wheeled out of the front door and know there is a
better way. But if the wards use us, they need to declare their beds to take someone from A&E — and they don’t want to do that.

We don’t know how many people miss out on the discharge lounge. Everyone should be discharged via discharge lounge — even if it is just
so their relatives can pick them up more easily — because they can drive up to our door. There is no parking problem. We would like this to
be the ‘hub’ for people going back to their community from the hospital. The discharge lounge should touch everyone. It could become a
‘drop in centre’ for those who are still in transition. The discharge lounge is an underused asset.

We have our regulars in here — people who use outpatients regularly and come to wait for transport with us; people who are in and out of
hospital. We can look after them. The discharge lounge feels safe”

This story uncovers some important insights for commissioners to consider. We know that transition out of hospital is a key improvement
challenge. Developing and expanding the work of the discharge lounge; systematising its person centred approach is a great opportunity to
address this.

Discharge lounge staff suspect — although they cannot yet prove it — that what they do reduces readmission. This is something that can be
audited easily. The atmosphere in the discharge lounge is very relaxed.
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This is a good place to have a conversation with people about what is going on in their lives around their health and keeping well. People who
are recognised as ‘regulars’ would benefit from the opportunity to explore with a befriender what is going on in their life and care situation
that means they keep coming back to hospital. This would help the NHS to respond better to the needs of people who are high users of
hospital services so they can keep well and live independently — and need hospital care less.

Senior management in NLAG need to recognise the work of the Discharge Lounge; the perverse incentives that are stopping wards make full
use of the discharge lounge team’s expertise - and explore some of these opportunities, nudged by commissioners.

Crisis in care:
“When my mum was ill | had no support from work. | carried on doing shifts until mum was unconscious”
“Because | am a nurse, my family relied on me and came to me. But | didn’t cope.”
“All the crises in care here relate to care home admissions”
“I worried | hadn’t picked up on my parents... the risk of disease...age progression....risk of harm”

“My family helped me when | was homeless. Once you hit rock bottom, there is no one to help you. | thought this is the rest of my life. There is
nowhere you can go if you are homeless in Scunthorpe.” (patient)

“Staff do not share information with you — unless you are the spouse. “(patient)

People who work in the NHS also had poor experiences of crises in care. They talked about the importance of knowing their relative was safe;
and inflexible visiting time when people were in crisis — even if they worked in the hospital.
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Some people reported that their boss had been flexible when their loved one was going through a crisis; others said they needed to beg for
help or time off. The all-consuming nature of challenging NHS jobs caring for others means that sometimes people feel they neglect those in
their own family who need care. The fact that they are a health professional means that people assume they can cope and will be there to
support others when there is a crisis n care. This is not always the case and people said they struggled to cope in some instances.

E ﬂ c North Lincolnshire

The fact that they are ‘in the system’ turns out to be a mixed blessing for people when there is a crisis of care in their own family.

People said they ‘saw it from the other side’ and were often shocked by their experience. Both people who work in the NHS and patients said
that they did not get enough information or feel involved in decisions as family carers. Confidentiality got in the way.

Physical well being
“I don’t like letting colleagues down. | keep going. Patients come first - staff health comes second.”

“There is lots of sickness amongst staff and | feel | can’t take time off.”

“If  am feeling poorly, because | get no support and | am the only trained nurse, | keep going... | only ask once a year for help —and | don’t
get it when | do, | did ask for support once. | begged for help. No one listened.”

“I feel forced to come back to work even if | am still ill”

In terms of physical health, there is evidence that many staff are struggling on working with health issues — putting patient care first and are
not taking their own health and wellbeing seriously or seeking help with symptoms.
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Mental wellbeing:

“I come to work with a positive attitude. | am naturally optimistic”
“I feel good — like | can go home and shut door”

Some people feel ‘very good’, ‘perfect support’, ‘very happy’, ‘good as | have ever felt’. Others are displaying significant signs of stress and
mental illness:

“I get no help. | am not sleeping”
“If you are upset and want positive answers, you don’t get it (from managers) - only get negative feedback”
“We get no support after traumatic experiences with patients”
“Nurses are not interested in my emotional well being. They are only doing a job.” (patient)
“Morale in the hospital is at all time low.”

Many staff in Scunthorpe General have low levels of emotional well being. They say they feel: ‘dreadful’, ‘awful’, ‘| get very angry’,
‘desperately sad’, ‘guilt’, ‘I get very depressed’, ‘I don’t deal with stress well , ‘| feel alone’, ‘stressed’. This relates to their work environment
and then some are also dealing with difficulties at home:

“I don’t feel I have a ray of hope in my family. It makes me depressed because they are at logger-heads’
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Positive coping strategies
“Verbal diahorrea makes me feel better”
“I comfort eat chocolate”

Some staff struggle to adopt positive coping strategies to keep well. They say things like exercising are the ‘first thing to go’ and it is hard when
doing shift work. Ideally they want opportunities fitted in with the working day.

Peer support and relationships: we found evidence that many people using services feel they are being treated well by staff and that they
have close relationships with staff even after only a short stay. We did not hear any stories of poor care from the people we talked to using
services. People said:

“Really good. | got on with on ward staff. They explained it in a way | understand”
“The nurses are very nice to talk to. | am starting to build relationships with the nurses.”
“A few nurses | deal with all the time | know. They are very positive”

Based on the feedback gathered, staff are doing a good job of caring for people and largely doing it on their own, unsupported by the
organisation. They are very proud of what they do and their teams: “/ am proud of our unit — we are doing a good job” and colleagues keep
them going. They describe the support they get to do their work:

“I have to be desperate to ask for help and no better thought of (by managers).”

“Managerial support is crap”
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“We are just left to get on with it.”

Like many other communities we talked, people get a lot of support from the close relationship they have with friends and family. In
Scunthorpe General, people also say us they also get support from colleagues, although this is informal and there is ‘nothing in place for peer
support’. Some people did mention clinical supervision and also matrons they could talk to. They favoured more support from their team and

peers however.

Relationships with GPs: a special issue

As highlighted previously, many staff who work in Scunthorpe General do not go to see a health care professional about illness and struggle
on. ltis likely and people told us that they only access services when they really need them. We heard a very large amount of negative
feedback from staff at Scunthorpe General about their relationship with their GP. They said:

“GPs looking for a reason not to treat you”
“I am cynical about GPs. They have mixed attitudes.”
“I don’t need a relationship, just good care”
“I feel | am wasting their time. | am not believed by my GP”
“My GP practice doesn’t listen”

“Doctors need to listen”
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“My GP says - whatever it is — ‘it’s wear and tear and getting older’”
“Not a good relationship with my GP. He doesn’t care”

This mirrors feedback from care home staff. They also report feeling unsupported by their GP. People say they want the “GP and patient
relationship to work as well as possible”. This difficult dynamic between GPs and front line care staff and health professionals is important to
health and well being of front line staff who work in caring professions and is worthy of further investigation.

Purpose: as for many other communities, it is family and taking care of / making their loved ones happy — especially children and grandchildren

and spouses - that gives people who work in Scunthorpe General a sense of purpose.
Those who work in the NHS also get a strong sense of purpose from their work and professional development:

“The fact | know | am not going to die and it will come out ok keeps me going” (Patient)

“Feeding patients is my purpose. | do whatever it takes. Food is the only thing to look forward to in hospital. | want people to eat hospital

food that makes them better.”
“I feel  am making more of a contribution now | am working in the NHS.”
“I walk dogs from the-animal rescue centre”

“My NHS job spurs me on doing more training”

10
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One participant mentions ‘being a good boss’ provides a sense of purpose. Only one person said they did not know what their sense of
purpose was or what would help give them a feeling of purpose.

Desired experience of keeping well

The map below describes peoples’ desired experience of keeping well and independent living across the 10 touch points.

Key areas for improvement were:

Like people who use services, hospital staff want to be independent and self reliant. They say:

“I want to work and feel good about it; be part of a good team who support ourselves —and | don’t want to let patients or my colleagues down”
Being listened to, involved and respected by management is also very important.

GPs listening and taking their health complaints and concerns seriously is mentioned by several participants.

Easier access to GPs and a range of other health professional when staff is ill — potentially on site is one suggestion.

People also want more peer support networks and opportunities — somewhere safe to talk at work — with colleagues most especially.

Staff are also concerned about system design and talked of wanting to see ‘a more joined up health and social care approach’. They called for
commissioners to involve people who use services and front line staff more in commissioning —and for “GPs to have a balanced view of
healthcare — understanding peoples’ needs and wants” . Staff may not have realised that this work was in fact part of that process!

11
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Scunthorpe General and Patient Experience Emotional Map - DESIRED %
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Current experience of keeping well

The experiences of Council employees mirrored those of other groups, with a small majority having positive experiences that suggest high
levels of resilience and some having negative experiences. There appears to be a group who are highly resilient amongst staff and a group who
feel more vulnerable. Compared to other groups and for instance compared to the NHS employees, fewer mentioned having a strong sense of
purpose. People talked about feeling ‘disillusioned’, vulnerable’ and ‘inferior’ in relation to their sense of purpose. These were not feelings that
other communities expressed. This is likely to reflect recent cuts in jobs in the public sector, which have left people concerned about their job
security.

13
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Desired experience of keeping well

People’s desired experience also closely mirrored other communities. In terms of a sense of purpose, the challenge for the local Council as
employer is move people from feeling: “disillusioned, vulnerable, inferior, anxious, lost, and unsure” towards “optimistic, hopeful,
understood, engaged, informed, reassured and content”. This is the most important thing that the Council can do to keep its employees well
based on this data.

15
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What matters most: what the NHS can do

Only people working in and using services Scunthorpe General Hospital were asked: ‘What is the most important thing that you feel the NHS
can do so you keep you and yours well and living a healthy and independent life?’

This feedback paints a picture of an NHS workforce in Scunthorpe General that is highly committed to its work and that feels as if it is not
recognised and supported by the management.

The emphasis on shared ‘values’ and the need for the NHS to align behind front line staff’s values suggests that staff do not feel the NHS - as its
employer - is living its values currently.

People’s desire for peer support to help each other (staff) keep well on the front line echoes similar calls from people who use services.

There is irony in the fact that people who work for the NHS find it very difficult to access primary medical and other health services and often
struggle on with health problems. The public sector and NHS is a major employer in North Lincolnshire and a critical contribution of the NHS to
keeping local people well is being a responsible employer and investing in occupational health and improved GP and dental access in particular
for the NHS workforce.

The most important thing that the majority of people who work in and use Scunthorpe General feel the NHS can do for them is to have greater
respect and appreciation of staff, whilst providing services to keep staff well and make their jobs easier. They also want to be involved in
thinking through the future and listened and responded to when staff make suggestions about how parts of the service could be redesigned.

Further analysis is given below:
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Aligning values and recognition of front line staff contribution: Several respondents focused on the need for the NHS to improve how its
treats front line staff as the most important thing. Specifically they mentioned: ‘looking after staff values’; showing staff respect and
appreciating and acknowledging the work front line teams do. People wanted their employer to understand that working in the NHS is not
easy. One respondent simply stated, ‘a please and thank you would do’. Some referred to the need for more flexible staff roles, increased
capacity — access to ‘constant training’, ‘more stability and sense of jobs’ with a ‘clear pathway’. People highlighted ‘openness’ and
‘transparency’ as important values for the NHS to live up to.

Improved access to healthcare; better accommodation for staff: people told us they find it hard to access health services because they are
working when they are open and they do not like to take time off work because it places a greater burden on colleagues. They suggested more
occupational health screening for staff - such as mammograms. Respondents wanted the NHS to be more flexible in fitting around their lives;
making it easier for them to see a GP or dentist on site during working hours. Junior doctors said they did not want to feel ashamed of their
staff accommodation. Respondents also stated that the hospital does not have a relaxed atmosphere and that nurses on the wards need to be
more attentive to the needs of patients.

Peer support: One respondent specifically asked that managers take peer support more seriously. Linked to this, some respondents wanted
protected space, such as an online staff chat room, where staff members can network and share their challenges.

Service redesign: Respondents focused on ways in which the NHS can improve its services. In relation to A&E, one respondent suggested more
doctors should be available during the weekend, with another stating that nurses should be able to order x-rays. Other suggestions included:
more discussion with families over care choices; patient focused commissioning, more flexible outpatient appointments and better
communication. Respondents wanted to see an end to organisation changes, which they believed were wasteful and caused stress and
anxiety. Respondents mentioned the need to invest more specialised services. More specifically, one respondent highlights the need for
homeless shelters in Scunthorpe.
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Policy: compared to private industry, those who had experienced both felt there is a lot of waste in the Scunthorpe General (and the NHS more generally).
People also felt the NHS will struggle to cope with an ageing population. Respondents called for chief executives to have full rights to publicise concerns to
avoid the problems seen in hospitals such as in Mid Staffordshire. However one respondent felt there is no hope for the NHS in light of the Mid
Staffordshire crisis.
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Analysis of North Lincolnshire ELC™ Co Design Programme: keeping well and living an independent Life —
older people who live independently

We asked older people who attended The Seniors Forum to tell us about their current and desired experiences around several ‘emotional
touch points’ that we know matter to keeping well and living an independent life.

We also asked people to tell us:

* What matters most around you keeping well and living an independent life?
*  What is the one thing the NHS can do to keep you well and independent?

This appendix summarises the findings.

What participants told us matters

Current experience of keeping well
The emotional map on page five shows the current experience of keeping well and living an independent life across the 10 touch points.

Key issues current emotional map
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Childhood experiences and learning life skills: This is a community where most participants experienced a loving childhood where they felt
guided, encouraged and ‘protected by parents’. Their childhood experience left them ‘independent’, ‘resourceful’ and able to help themselves,
leaving them feeling ‘prepared’ and ‘involved’ in relation to learning life skills. One woman made reference to the ‘ATS’ (Auxiliary Territorial
Service) wartime service in providing ‘good supportive grounding’. This is in contrast to younger generations — for instance, the parents with
pre-school and school-aged children now who felt they had not had the opportunity to learn life skills during their childhood.

However, some older participants did report feeling vulnerable and confused during their childhood, with the mention of ‘over possessive’
parents who at times made them feel under a lot pressure.

Emotional loss and life transition: Participants had mixed experiences and emotions. Some felt secure in the fact they were well supported,
understood and listened to and had experienced short hospital stays where they felt ‘valued’ and that their needs as a patient had been well
anticipated. This reassured them and made them better able to cope with emotional loss.

Others, however, were frustrated by the lack of support they received and had felt ‘patronised’ during times of transition, which left them
feeling ‘angry’ or ‘threatened’. Some also reported feeling ‘vulnerable’ and ‘alone’ when coping with emotional loss. This data suggests there
are a group of older people within the community who are vulnerable and at significant risk from mental health issues such as depression.

Handling crisis in care: people had had difficult experiences of crises in care and did not feel well supported by the NHS. The voluntary sector
was considered to be better and to care more than health care professionals within the NHS who were seen to ‘go for pay day’, or be ‘too
quick to give pills’. One participant felt the hospital treatment for her dying husband was ‘not good’ and refused hospital but ‘agreed to
Lindsey Lodge [hospice]’, where staff were said to welcome patients and their families, displaying good communication and keeping them well
informed. On participant reported that 3 different Macmillian nurses failed to help as their accents were hard to understand and they were
unable to understand the patient. Older people are clearly disillusioned and frustrated with the care the NHS has provided during crisis, as they
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do not feel they are receiving care from people who really care about their needs and wishes. It is important to participants that an individuals’
choice over care issues, such as living wills and organ donation, is properly respected.

Building positive coping strategies to deal with life’s problems: the majority of participants felt supported in developing positive coping
strategies. They felt prepared and able to deal with life’s problems, with help and support being offered by their GP. They felt respected and
that they were being treated as an individual, and when they approached for helped they ‘got health transfer and community based exercise’.
Some, however, did feel alone and frustrated that they weren’t able to ‘get to places by transport’.

Physical and mental wellbeing: opinions were split between participants regarding their wellbeing. Some believed they needed to be self-
motivated and self-disciplined, taking personal responsibility for their physical health as they did ‘in the days before the NHS’, eating healthily
and exercising regularly. They felt confident and motivated to maintain their physical wellbeing.

This data suggests that older people who have experienced life before the welfare state may rely more on themselves than others or the
health care system to maintain their health. This is likely to be related to the fact that they experienced life before the days of the NHS and, as
above, developed well honed life skills early on, which the other groups had reported struggling with.

Despite this, some were worried about keeping up their physical health after leaving hospital and felt they needed help to maintain it. Some
felt vulnerable because they know they need to exercise and yet are unable to (because of mobility issues).

In terms of mental wellbeing, participants felt they had little knowledge of the NHS provision available to them and that getting appointments
was difficult. They rely more on their family for support of their emotional wellbeing than the NHS. Yet, many talked of feeling sad and
depressed, which indicates potential mental health issues that could be addressed through a holistic well being approach.

Relationships and peer support: Participants felt supported by their friends, local support groups and Macmillian nurses. Most reported that
friends and family (peer-support) is ‘more valuable than doctors or other healthcare professionals’ as family and friends are better listeners
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and more understanding. It is felt that doctors do not really listen and that sometimes information is poor. One participant commented that
the ‘relationships between professionals - not good in front of me’.

7

Having a purpose in life: Participants all have a positive experience of purpose. Having a purpose in life was said to help ‘raise your awareness
and to ‘put things into perspective’. One participant took part in lots of voluntary work. The ability to pass on information and experience to
others provided a strong sense of purpose in life.

As with the older people in care homes, older people living independently therefore assign great value to contributing to other people’s lives,
and having a purpose in life around caring for others keeps them well.

For the parents of pre school children who are looking for older adult role models, the eagerness of this community of older people to share
their knowledge and experiences could present an opportunity where these groups to assist each other in keeping well and independent.
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Desired experience of keeping well
The map on page eight describes people’s desired experience of keeping well and independent living across the 7 touch points.
Key issues desired emotional map

Childhood experience and learning life skills: Participants thought that family should offer support, love and encouragement during
childhood, but that if extra help is needed, it should be sought and provided. The importance of feeling guided and prepared with life skills
such as financial planning was highlighted. Information on welfare benefits should be easily accessible, rather than it being assumed that
individuals know what is available. Participants believed that during childhood, children should be allowed to ‘take risks in order that they can
develop coping strategies’. This may offer an explanation as to why the majority of older people feel confident that they have learnt life skills
and developed successful coping strategies, in comparison to the other groups, where feelings are more split and parents may have been more
protective.

Dealing with emotional loss and transition: People wish to be treated with respect and as an individual. Someone who knows an individual
and their family, such as the family doctor, is desired as they would be better able to offer support both physically and mentally. Feeling
supported is important and people wish to be in contact with peer support groups, either face-to-face or over the phone. More information on
where to go when older people need support, being kept well informed when they are spending time in hospital and about their condition,
being ‘understood’ as a person were all important factors. People want to be encouraged to help themselves in order to increase their
confidence.

Handling crisis in care: People’s requirements during times of crisis are: to be kept well informed and to be understood. They want
reassurance and help in managing their condition, and are grateful for help when it is available.
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Building positive coping strategies to deal with life’s problems: People want more information, peer groups and support in order to build
positive coping strategies. They wish to know that people are genuine and mean what they say.

Physical and mental wellbeing: People want information on keeping physically fit to be kept short, simple and in an accessible location, as
currently they feel there is ‘too much’, making it ‘difficult to keep up with’. They linked physical wellbeing - getting out and about and
socialising - closely with the emotional wellbeing of ‘not feeling isolated’” mirroring other groups — most especially care home residents.

For mental wellbeing specifically, local forums with support and links with the Council was suggested. It was pointed out that online resources

are not universally suitable, and sometimes the library or newspaper may be a better option for older people. The need for communication to

be ‘joined up’ was important. People also said they want NHS staff to be recruited on the basis that they demonstrate the right behaviours,
such as being caring and willing to listen, rather than just being able to do the job. People wish for fun, challenging, mentally-stimulating
activities.

Relationships and peer support: People desire to have good opportunities to meet and ‘link up’ with like-minded people. Peer support is
highly valued.

Having a purpose in life: Older people wish to be there to help everyone and need to have something to look forward to. One participant
mentioned wanting to be able to stay on their feet ‘until the day | die’. They worry more about dementia rather than physical illness, and one
participant referred to care homes as ‘waiting to die’. Purpose in life is therefore extremely important to keeping well in older age.
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What matters most and keeps you well
Older people were asked: ‘what is the most important thing in your life that keeps you well?’

The most important thing that keeps the majority of older people well is regular communication with those closest to them, along with the
freedom to think and act independently.

Support network and purpose: Communication is one of the most important factors, with contact with family and close friends all mentioned
by respondents. The ability to share and communicate with those close to you is highly important. Linked to this, one respondent suggests
feeling needed by their other family members, paired with the ability to be able to do something for them, was important for keeping them
well. The simple suggestion of ‘a warm beanbag to cuddle’ represents clearly this need for support and comfort to feel well.

Independence: The freedom to get out and about and having different things to do, such as visits to church, is considered most important by
some respondents.

Appearance: Looking clean and presentable, and gaining pride from this is also considered important by some respondents to help them do
more.

What the NHS can do to support you

Older people were asked: ‘what is the most important thing that you feel the NHS can do so you keep you and yours well and living a healthy
and independent life?’

The most important thing that the majority of older people feel that the NHS can do for them is offer a more personal care experience so that
they feel listened to, respected and better informed.
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A more personal care experience: Several of the older respondents believe that being listened to more carefully, being kept well informed,
with a greater understanding of their needs is the most important thing that the NHS can do to keep them well. It is highly important to many
of the respondents that they are respected and treated with sensitivity by the healthcare staff, as well as being treated as individuals. They
wish to know that the NHS is there for them when needed, and that staff are trained so as to fit the needs of the patients.

Community support: Providing more community support is also considered one of the most important things the NHS can do. One respondent
highlights the importance of the NHS engaging with the voluntary sector. The provision of appropriate and timely information, such as
‘retirement packs’ giving realistic information on the opportunities in the local area was also of importance.
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North Lincolnshire PATH Narrative

Background

North Lincolnshire CCG has commissioned the Experience Led Commissioning
team to run an Experience Led Commissioning™ * programme to explore with
local people:

"What needs to happen so that you and yours keep well and live
independently in North Lincolnshire?

Over 250 people and organisations were invited to participate in the event.
Around 30 people attended the PATH planning event held on 27 June 2013 in
Scunthorpe.

This narrative summarises the conversation that took place.

Where are we now? A brief overview of work to date

The group heard a summary of the work undertaken to date. PDF of presentation
attached. The group agreed that the insights presented described accurately how
it felt as a person and family, using services and looking after each other to keep
well and live independently in North Lincolnshire currently, and that the things
people told us mattered to them are also the things that people in the room felt
were important. This is an important endorsement for this work.

1 .
www.experienceledcare.co.uk
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PATH Plan

The group then worked with a visual planning process called PATH (Planning
Alternative Tomorrows with Hope) to describe their desired future health and
wellness system for North Lincolnshire; one designed specifically to support
people to keep well and maintain independence. This process had four stages:

What is our ambition for health and wellness in North Lincolnshire?
What is a possible positive future we want to achieve by 20157
What is happening now?

What are the BOLD STEPS we need to take to get there?

Enrol on the journey

Organise the next steps

Appreciate the work we have done
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Our ambition for health and wellness in North Lincolnshire

To keep well and live an independent life, people wanted to feel as if the health
and wellness service was designed to be a ‘circle of support’ for them and their
families. In this new landscape, everyone speaks the same language; there is no
prejudice and everyone is seen as an equal.

There is a healthy economy so that people have resources available and an
occupation —something that keeps them well (not always a paid job). Everyone
feel they have a purpose and making a valuable contribution to their community.

There are no hospitals — because they are no longer necessary. There are also no
politicians interfering with the way the system works. Because we now work so
differently there is time and money to invest in keeping well — and people
providing the service feel very proud they are doing such a great job

We have redrawn the map of health and wellbeing services across North
Lincolnshire. We call it the North Lincolnshire Keeping Well Map.

Now there are affordable transport links across the community; people have a
safe place to live. These two things are recognised as essential building blocks to
keeping people well and living independently.

Instead of hospitals there are ‘T J Hughes’ style Health and Well Being Centres
(HWBCs). They are like department stores because they have everything you need
to support you to build the knowledge and expertise you need to help you keep
you and yours well and living independently.

There are HWBCs across the county; in both rural and urban settings. They are
linked and they link with/ reach out to people proactively; especially those who
are vulnerable and who do not have support from friends and family.
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Linked to the HWBCs are teams of volunteers who support people to come
together and support each other. The new type of ‘professional’ who works in this
new landscape, is someone with BIG EARS for listening to what matters to people
in a non-judgemental, supportive way. They also have a BIG HEART and are able
to empathise and show compassion. They have BIG HANDS; wear ‘goalie gloves’
and carry a ‘safety net’ so that they can catch people before they fall. They wear
mortar boards, signalling that they have BIG KNOW HOW - the right skills and
knowledge to support people to keep well and live independently.

Because people and families have learnt how to take responsibility for their own
health and well-being, people feel in control —and it feels like people work with
the new system - talking with those who work to support them; being understood
and supported.

A possible positive future by 2015

The work completed in 2013 in the course of the ‘Keeping Well and Living an
Independent Life’ programme had a fundamental impact on the thinking of local
commissioners in both the local authority and CCG.

It was immediately fed into the Joint Strategic Health Needs Assessment. It
underpinned and shaped thinking submitted into the Pioneers for Health bid in
June 2013.

It shaped how the consultation for Healthy Lives, Healthy Futures happened in
July 2013 in North Lincolnshire. The people involved in the work got copies of the
write up of the day quickly and were kept involved as it moved forward in
contributing to future thinking around Healthy Lives, Healthy Futures.

There were some commissioning decisions that seemed incongruent to local
people, given the insights generated and findings of the work done in 2013 —
especially around young peoples services and maternity services. In light of the
findings of Keeping Well, the CCG agreed to relook at commissioning strategy and
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plans were reviewed to check back and ensure that services adding value in terms
of what matters to people to keep well were preserved.

By 2015 and by working together, the community in North Lincolnshire has
already made great progress towards a new vision of an integrated new health
and wellbeing system across North Lincolnshire.

Different ways of delivering the vision of the new health and well-being service
are developing in two distinct communities: rural settings and Scunthorpe. This is
because people now understand that to achieve outcomes across the board, we
need to build services differently and respond to the infrastructure and fabric of
the rural community as well as more urban settings.

Health and Well Being Centres (HWBCs)
Central to the design of the new landscape is a growing network of HWBCs. These
are places where you can go to chat about all sorts of things and get help with
anything that is about keeping well and living independently. The design of the
HWBC has been community led (see Bold Steps). They are not necessarily health
centres. The menu of services they deliver (depending on what the community
says matters to them to keep well and live independently) includes:

e Treatment services (including alternative therapies)

e Information and signposting

e Dental services

e Community building teams

e Peer support and listening / befriending services

e Volunteering opportunities

A big part of the work of the HWBC is peer support. People who are happy to help
others and who have lived experience of keeping well, managing their own health
issues and overcoming illness and other life challenges (experts through
experience) support their peers. For instance, if someone is scared to go to the
hospital on their own, someone will go with them.
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HWABSs are also playing an important role in supporting a radical drive for quality
improvement in end of life care in North Lincolnshire — especially for older
people. People can go to the HWBC and talk to someone — and have a really safe
conversation about all sorts of issues concerning them around death and dying.
This openness is really enabling people and the community more generally to
change its thinking, open up and articulate how people want their end of life
experience to be —and the health and social care system is now rapidly
responding to this and creating flexible services that deliver to what matters to
people at the end of life. This means that the CCG is making rapid progress on
implementing its end of life strategy, developed in 2013.

This new thinking is also being extended to how the local Council plans the
transport system. People who go on regular journeys now offer to take others
with them e.g. weekly shopping trips to the supermarket. This is helping people
who find it difficult to access transport — especially in rural areas - to keep mobile
and connected. It is also helping the environment and reducing transport costs.

At the centre of the new system is also a very different attitude towards and use
of technology. There is a clear single point of access. It is a red button on a ‘bat
phone’ that connects people — especially vulnerable people - directly to someone
who can help, advise, support, listen and guide them — especially when they in
transition of fear they are getting unwell. This person can help work out what
public services are available and get them rapid access if they need it.

There is an integrated information hub online — just one place for everything —
(and/or as an app).

People also now have an IPAD that holds their integrated care record. They have
been trained to use it by volunteers — and it is transforming people’s sense of
control over their health (this has already been piloted in another area of the UK
in 2013) — and it is preventing unnecessary hospital admissions. It paid for itself
within 12 months.
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In tandem Integrated Health and Social Care teams are now embedded and
working well across all localities in North Lincolnshire.

There is also a pilot underway for a ‘chip’ that people who are vulnerable have
implanted that monitors their risk of becoming ill. A bit like a formula one car,
when something is wrong with their ‘engine’ , they are alerted by the chip and
they can go and get checked out.

Because checks ups reassure people, those who are especially vulnerable are now
contacted on a weekly basis just to ‘check in’ and see how they are doing — not
necessarily by a medical person. Use of technology underpins this.

Rural settings

In rural settings, work began immediately in July 2013 with the community and
those who had already started to think about the idea of a Health and Well Being
Centre (HWBC) to undertake a pilot — with a view to replicating it. The focus was
very much on working with the assets within the community — existing buildings
and even people’s homes.

In 2015, the pilot is complete and the CCG / Council is reviewing the findings and
looking to replicate at scale.

Alongside that, work campaigns aimed at linking people together to support each
other and build community were also put in place quickly. This means people in
rural communities are now more connected with neighbours.

Linked to the HWBCs, teams of people with ‘BIG ears, hearts, hands and know
how ‘are now in place. As well as these people - not all of whom are doctors or
medical people - people are now getting used to the idea that they do not always
need to see a doctor when they feel unwell. Today in 2015, they often go to the
HWABC first — and have ‘face time’ with a doctor on their IPAD — especially
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vulnerable people - who find it difficult to get out and about. It is working really
well.

Scunthorpe

In Scunthorpe, the same vision has been pursued and the way it has been realised
is very different. In Scunthorpe — because they are existing community assets, a
greater emphasis has been on building community round GP practices. They are
reframed now as ‘wonderlands’ of wellbeing — places where you can go to
connect with the community and keep well. This concept builds on pioneering
work undertaken in 2012-13 in Halton CCG where this approach transformed
general practices into wellbeing practices.

It is a bit like that in Outpatients and the Discharge Lounge at Scunthorpe hospital
as well — with all sorts of activities going on in these existing hubs to support
wellness. This was achieved through the work the CCG did in 2013 around
Outpatient redesign with local people.

Outcomes measurement
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The local community fed back to the CCG in 2013 that it was measuring the wrong
outcomes. The outcomes it was using were far too clinical —and in order to drive
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a new health and wellbeing approach, it needed to focus more on a set of
experiential outcomes. The work that had been undertaken had identified what
some of those might be and the local community was keen to get involved in
shaping how evaluation happens.

The voluntary sector agreed to work with the CCG to explore how local people
could be trained up to undertake evaluation of services —and get more real time
feedback not only on how things are and were improving — but also what else
needed to change. By 2015, the CCG and local people have made good progress
on this and now there are new outcome measures and the CCG is improving
services in line with what people who use them say matters — systematically.

Where are we now?

e CCG’sintending to close maternity services
e Healthy Eating
e Talking (Listening) shops
e Drop-in centres
e Poor comms —info connect to support
e Basic information and factual
e Not very good education about life skills
e Dedicated, passionate staff who are leaving
e 2 separate systems that battle one another
e All services are decreasing with increased demand
e Peer support volunteers
o Substance misuse and after care services
e Health Trainers
e Older people & others have limited IT knowledge and user skills
e Citizens Advice Bureau (CAB)
e How can we highlight concerns re families and u/5’s families through this
process?
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Bold Steps we need to take

Bold steps are the game changers. They are the actions that if we take them, will
accelerate our progress. There are three bold steps that the group wanted to see
happen. There was a real sense of urgency from the group. They wanted to see
action taken quickly to improve things.

1. Early wins shifting services to the community: an audit / assets mapping
exercise to identify places where hospital services can be provided in the
community

People were keen to see services shifted quickly away from hospitals and closer
to home — especially in rural areas. People felt that there were community venues
that would be suitable for services to be provided from —and that we needed to
start noticing these with intention to shift services into the community.

This audit should include and not be limited to GP premises and the assumption
should be that we make use of what is there already more efficiently.

People want to see services shifting within MONTHS.

HOW that might work:

This might work by agreeing with hospital partners the specification of premises
needed to deliver different services e.g. a respiratory clinic, a diabetes clinic,
physiotherapy sessions —and then looking for premises that meet this
specification already. Then changing things quickly.
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2. A community led HWB centre pilot with teeth: allocate a budget to
design and pilot a health and well-being centre and let the community
lead

Everyone agreed that developing a network of Health and Well Being Centres
would be a crucial foundation of the new landscape in North Lincolnshire. People
had even started to design the menu of services that it would provide. They
wanted to see a pilot happen quickly; within the next 18 months something
should be up and running. One organisation had already submitted a bid to the
Council for a Health and Well Being Centre in Scunthorpe and was awaiting
feedback about how that would be taken forward.

There was a strong sense from the group that it was rural areas that lacked this
kind of resource most and that connecting rural communities to a health and
well-being ‘hub’ was a really big priority. Recognising that we need to work with
what we already have, people felt that in terms of buildings, we needed to think
outside the box; look at existing community buildings like community hall,
schools; think about renovating before new build — and even look at whether
people would host events and gatherings in their own homes.

The group wanted to see a very different way of taking this work forward; with
the CCG and Council setting a budget and providing a project manager to work
with the community to co design the health and well-being hub together —so it
truly belonged to and was designed to meet the needs and incorporate the ideas

ELC
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of those who would use it. People felt this would be a very explicit way in which
commissioners could demonstrate that they trust the community to know what is
best for it.

In line with this, the group also wanted to work with commissioners to
understand best practice in community building —and to invite people who are
working in this field and have achieved transformational change and healing
within communities, applying community development approaches.

A list of such organisations with contact details will be provided in the final report
of this programme.

The group agreed that those who had already done thinking on this (health and
well-being centre in Scunthorpe) would be happy to work with others who had
ideas about the rural setting to take this forward and present a proposal to the
CCG and the Council for a pilot —ideally in a rural area.

3. The CCG needs to grow ‘big ears’

The group had a specific set of requirements that would show the CCG had grown
big ears:
e FEEDBACK! FEEDBACK! FEEDBACK!

ELC

Experience Led Commissioning





INHS

North Lincolnshire
Clinical Commissioning Group

e Update your ‘black book’ — address book — make sure you have the right
contact details for us so we know what is going on

e |nvite us to all the events you hold in a timely fashion so we can attend and
invite other people to come along too

e Make the website more accessible and engaging; post invitations to events
on the website; have live conversations happening on the website; share
what you have done to respond to what people say matters (You SAID, WE
DID)

e Have a monthly communication with us (some suggested newsletter /
meeting — some way of keeping us updated what you are doing)

e Use local media and existing news letters to have a conversation with local
people

e Create safe spaces for us to come together for positive conversations

e Be community led and focused. Stop being so ‘medical’ in your thinking.

People were clear this was about the community feeling as if it was having a
conversation and on-going DIALOGUE with the CCG — the CCG demonstrating
through its actions it was listening and learning from what people say matters to

People also suggested that — linked in with the work planned to create new
outcomes to measure the value of services and how they contribute to keeping
people well and independent, the CCG should be looking at how it can use the
hundreds of interactions with local people that happen every day in GP practices
and hospitals and find ways of connecting with those people so there is an on-
going ‘conversation’ between the CCG and local people about how things are
going towards creating a system that supports keeping well and living an
independent life.

Enrolment
e Sheila Begum

e Ben Richardson
e Dave Major
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e Tony Lings

e Celia Wangler

e Maria Callaghan
e Stuart Wilson

e Roni Wilson

e Ann Cook

e Trudy Norris

e David Wilson

e Maria Oades

e Katie Taylor

e Bev Hewings

e Jill Cook

e Martin Harris

e Faith Woodcock
e John Lee

e Tony Scrase-Walters
e Helen Kirk

Next steps

e Report back to Senior Forum - Jean

e Make direct contact with CCG to move the system forward working
collaboratively —John Lee

e Share our plan for Healthy Living Centre in Scunthorpe — no name

e Share our plan for Healthy Living Centre that FreshStart devised — no name

e Promote the process, changes/outcome through engaging people - Celia

e Continue to support and develop volunteer/peer mentor networks | work
with and expand to rural areas — Sheila Begum

e Feedback to groups | work with and local MPs — Anne Cooke

o | will make sure | will follow up to make sure things happen / ideas are
heard - Dave Major

e | will volunteer my services to help — Tony Scrase-Walters

nce Led Comr
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e Share info with service users — get more people on board — more people,
more power —no name

e | will volunteer to “buddy” someone from my village and develop same life
skills with them — Hilary

e Work with others to distribute existing Health& Well Being plan — Trudy
Norris

e 3 July meeting, feedback to the Integrated Comm Team about this event —
Maria Oades

e Communicate/share information amongst network; publicise via
Healthwatch and signpost - Helen Kirk 01724 844986

e Spread info network through personal connections —
david.wilson@supportcentre.com 01652 650585

e Will disseminate the idea of Health& Well Being centres to my group —the
concept needs to be widely owned - Stuart Wilson

e Promote current peer mentor programmes — Ben Richardson

Appreciation

e “|t was fun; however will it make a difference?”

e “Encouraged by contributors”

e “Good, but will it happen?”

e “Tony Lings? Hopeful?”

e “Thought provoking — made me stop and think”

e Kitchener — point his finger — “I Need You”

e “Optimistic — good experience”

e “Brighter Future”

e “Visual mapping is a fantastic idea; however we need realistic aims, goals,
better linking of agencies — info to be fed back effectively”

e “lam a bit cynical about this. Is it just a box ticking exercise?”
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To request more information and to be added to the stakeholder list for this
work, please contact:

The Engagement Team on:

Email: nlp-pct.Talk2Us@nhs.net
Tel: 0300 3000 563
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Analysis of North Lincolnshire ELC™ Co Design Programme: keeping well and living an independent Life,
People using GP services West Common Lane Surgery, Scunthorpe June 2013

We asked the people who use West Common Lane Surgery to tell us about their current and desired experiences of several ‘emotional touch
points’ around health and care that we know keep people well and living an independent life.

This appendix summarises the findings.

What participants told us

Only data about people’s current experience of GP services were supplied. The emotional map on page two shows the current
experience map around keeping well and living an independent life across the 10 touch points.
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North Lincs - People Using GP Services - Emotional Map - CURRENT
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Early childhood and learning life skills: This community have had mainly positive experiences of childhood and learning life skills —and have
experienced a sense of feeling ‘confused’, ‘alone’ and ‘frustrated’. People said:

“I have no problem with budgeting planning or money, take care of my money wisely, because of this | am self motivated to fend for myself and
my family.”

Life transition and emotional loss: again, people have had mixed experiences, with many feeling ‘listened to’, ‘supported’, ‘understood’, ‘able
to cope’ and reassured. Others felt ‘alone’, ‘sad’, ‘depressed’, ‘threatened’, ‘always cope alone’ and ‘vulnerable’.

Crisis in care: some people felt ‘able’, ‘safe’ and ‘optimistic’; others ‘anxious’ and ‘disillusioned’ and said they do not like change. One said:
“I have a very dependable support system in place.”

This resonates with others in other communities who said their personal support network provided resilience and support in face of life
change and emotional loss.

Positive coping strategies: people feel ‘prepared’, ‘able’, ‘encouraged’ — and also ‘alone’ and ‘frustrated’.
Physical wellbeing: generally people feel overwhelmingly positive about their physical wellbeing. One person said:

“I try very hard to look after myself”

Emotional well being and relationship and peer support: people feel mainly positive about emotional wellbeing — ‘happy’, ‘supported’,
‘understood’ and ‘listened to’, with some feeling ‘frustrated’. One person said:
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“Generally | am happy and positive so have rarely need help from health services, just get through the best way in life.”

A similar pattern emerges with experience of relationships with NHS and peer support with people feeling ‘listened to’, ‘guided’, ‘inspired’ and
some ‘frustrated’.

Purpose in life: despite some frustration, most people feel positive about their purpose in life. Like others in other communities, people got a
sense of purpose from being there from others that kept them well:

“I never needed their (GPs) help as | am a vicar’s wife and it was my role to support others. | have always coped alone. No loss is permanent.”
Unfortunately as we have no ‘desired data’ we cannot draw any conclusions about areas for improvement from this data.

The data suggests this group is fairly resilient and happy; not struggling with difficult physical or emotional well being issues currently — and
well supported by their friends, family and health care professionals who listen and understand them as people. They may not be a group of
people who are high users of GP services. Several provided email addresses to get a copy of the results. These will be supplied direct to the
practice.
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Analysis of North Lincolnshire ELC™ Co Design Programme: keeping well and living an independent life in
care homes

The event was held in Cumberworth Lodge and Balmoral Care Home. We talked to the people who live and work in these homes and asked
them to tell us about their current and desired experiences of several ‘emotional touch points’ that we know matter to keep well and live an
independent life.

We simplified these for care home residents to reflect the fact that they live in supported home environment and are no longer living
independently.

We also asked both groups to tell us:

e What matters most around you keeping well and living an independent life?
e What s the one thing the NHS can do to keep you well and independent?

The findings in both homes were very similar. This appendix summarises the findings.

What participants told us matter

Residents

Current experience of keeping well (residents)
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North Lincs - Care Home Residents Emotional Map - CURRENT
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We asked people who live in care homes about:

E ﬂ c North Lincolnshire

e Coping with changes in their life

e Emotional well being

e Physical well being

e How care home staff support them

e How family and friends support them

e How health professionals support them
e Their sense of purpose

Coping with life transition and changes: the most recent change experienced by most people in this group was the move into the care
home. For some, it had been preceded by a very traumatic experience: “I had a fall. It felt terrible. | was very alone. | crawled along floor
for 3 hours to get to phone.” Others had been helped by family to find the right home; and some had experience of the home because
others in their family had lived there. Some spoke of losing a loved one: “I felt very supported by staff here when my sister died” and how
staff had helped them through that —in one case before they moved in as a resident. The person particularly mentioned the flexibility the
home showed in letting her stay the night when her sister was dying so she could be with her. Others felt ‘happy and resigned’ and ‘lucky’
to come to the home and understood that “my family feel relaxed knowing | am being taken care of.” One participant felt, “everybody
helps me in rough times” and echoing what we heard in other communities, people said that it helps to talk to someone in the same
position. People talked about feeling ‘confused’ when they first arrived - and having problems navigating their way around their new home
environment.
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Emotional wellbeing: many residents feel ‘happy’, ‘upbeat’ and ‘mentally good’. One said, “I enjoy life, it is so exciting”. They talked of their
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positive attitude to life “l am happy. | make the best of it” and “Your attitude keeps you going and poor days pass”, “you need to face up to
life” keeps them going. Residents are taking control and doing whatever they can within their sphere of influence to keep themselves happy:

E ﬂ c North Lincolnshire
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“I sit beside people | like to talk to in the care home.”
“I read the paper every day.”
“I go out and get a change of air”
“Going out walking and staying independent — that keeps me going.”
“I get out, sit in garden, watch chicks.”
“Gardening makes me happy.”

“I go out every day on electric scooter and talking to people.”

Several people shared how being connected with people and talking to them made the happy: “Talk to me — conversations”, “ | get to talk to
people and make friends”, “ other residents and staff — some very nice people”, “My husband keeps me fit and well”. People said that seeing

7

different people was especially nice and they wanted more opportunities to make new friends.
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Others said feel ‘down’ and ‘fed up’. There was a strong message that people wanted to get out more; get more fresh air and have more
activities. It was the monotony of life in the home and their lack of mobility and independence that got people down. One resident complained
about the TV being on all the time.

Physical well being: failing mobility contributes significantly to ill health; and keeping mobile is one of the most important things to preserve
health and independence. Those who had poor mobility felt frustrated, dependent and terrible:

“I can’t do what | want to do”
“I have no confidence to walk with my zimmer-frame”
“I feel terrible. | am not able to get out because | had a hip fracture.”
“I feel different from normal”
“I am fed up physically because of my poor mobility”
“Falls are my biggest worry”

A focus on maximising and maintaining mobility in residents would undoubtedly contribute significantly to them keeping well physically —and
also to their emotional well being, which is reduced significantly by poor mobility and anxiety about falling. Those who can have taken this into
their own hands: “l walk around care home to stay fit”.

Others shared that ‘good care (from care home staff) helps me to stay well (physically)” and “more physical checks make me feel better”.
There was a strong sense of residents seeing physical checks as ‘reassurance’. Again, residents talked of how they wanted to get about more.
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Care home staff support: overwhelmingly residents spoke very highly of care home staff, describing them as: ‘good’, ‘very good’, ‘friendly’,
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‘supportive’ , ‘patient’, ‘wonderful, would do anything for you’, ‘very kind’, ‘can’t do enough for you’, “staff has time for people”, “they take
care of you and anything you need.”

Residents recognised that care homes were short staffed — and yet still they were succeeding in a person centred approach: “They are
understaffed, but do a lot for you”. This did translate into some delays in support. One person said, “You need patience as you need to wait
quite a long time for help to the toilet.”

Some people felt as if they had choice and control: “I can sit and it will all be done for you or | can do it myself if | want to”, “You can do
anything you want. There are no regulations. You think you are at home.”

n o« n u

Generally residents did not want big changes: “Keep doing what they are doing”, “No regrets coming to the home”, “content with

’ u

arrangements’, “the activities they do keep me active”, “I have no complaints — if | have | would tell you.”

A number indicated that they wanted care home staff to work more with them and understand and build on their strengths and capabilities as
people:

“They need to find out what | can do and make me feel more worthy”
“I want to do things for myself — to get more confident.”
“I want something to get behind something— share my experience and knowledge.”

“I appear quiet, but love it when people talk to me.”
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There was a general sense amongst residents that they wanted to contribute in whatever way they could and that perhaps people and their
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community did not recognise they still had a lot to give. This was echoed in feedback from older people who live independently as well.

Family and friends support: visits from family and friends are incredibly important in terms of keeping care home residents well. A number
shared that they had no family or friends left and how sad that made them feel: “All my family have died. It hits me sometimes.”

Those who had regular visits in contrast felt much happier, “I feel good. My son visits and does anything | want”, “I get visits, which makes me
feel a little better in my tummy”. Having family support makes people feel ‘free of worry’, ‘good’, reassured ‘nice to know they are there if |
need them’, ‘appreciative’, ‘independent’, ‘cheered up’ and looked after ‘they bring things | need and visit as often as possible’, ‘my nephew
brings his dog.’

Those whose relatives were far away wished they were nearer. Relatives are the ones who can most able to reminisce, which is something that
participants really enjoy “I miss talking about the old days”. This is recognised as an important aspect of a good home life for older people —
and it is an important value that relatives add to their loved one’s lives and emotional well being. Given the importance of relative visits to
people’s well being and health, building in flexibility to care home place allocation on the basis of proximity to family may be important to
increase health and well belling for residents.

Health professionals support: the vast majority of feedback was about GPs. It was a mixed picture, with about half of responses said the GP
experience was: ‘good’ or ‘very good’. The main criteria people judged their GP support on was how easy it was to see a GP: “it is a good
service. | can book in whenever | want to.” Only one person mentioned they saw their own GP. There was no sense that primary medical
services were proactive — and it seemed to be that residents had to ask to see a GP: “I see if | want to.”

”n u
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A similar number of respondents shared, however, that they were scared to see their GP: “I get nervous when | go, I’'m not very brave
don’t like going to the doctor. | get nervous”, “I am scared of what they will tell me”, “I try to be brave by not thinking”. Whilst this needs
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further investigation, this fear and anxiety around seeing a GP may mean that residents are keeping quiet about health issues until it is too late
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and staff notice something serious is wrong. This may be leading to more severe health issues emerging and unplanned use of health services
—and it is preventing the primary care system from proactively caring for this community who have complex care needs.

There is also evidence that GPs and nurses are absent from the lives of some residents: “I don’t see him very often”, “l am concerned. | have
had —no contact with a GP or practice nurse in 6 months.” Given that we know that most people living in care homes are in the last years of life
and live with a complex range of co-morbidities, they are a high risk group whose health should be proactively managed by the NHS. This is not
the case currently — and especially in terms of maintaining mobility, there is a lot that the NHS can do to support residents to keep well and
independent.

Some homes have a space where residents can be seen by GP and care for: “Handy rooms on ground floor with en suite, feel safe and cared
for”. Others assumed a GP could not visit because of lack of equipment in the home: | would like to see the doctor here but they don’t have all
the equipment.” This may or may not be true.

One resident shared a traumatic experience as an inpatient:

“In hospital | felt terrible. | couldn’t get a bedpan, and | was told just do it in the bed!”
Relatives help and support people access health care: “I have a good sister in law”.
Blood pressure and falls are big worries for people.

Sense of purpose (what matters keeps residents happy and well): research shows that a key aspect of good care home living is that residents
maintain a strong sense of purpose and contribution. We also know that having a strong sense of purpose keeps people well more generally.
Care home residents participating in this work were finding ways to maintain a sense of purpose:
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“I look after lady I sit beside. | ask for help for her. | am helpful”
“I like to look after other residents”
“I look after other residents”
“It is important to take care of each other”
“I read to keep my mind active”
“l eat anything”
“Gardening makes me happy.”

“I keep myself going.”

What is striking from this is how residents thrive on caring for others. This is a huge asset that is currently lost to the community in North
Lincolnshire where there are other groups (like parents of pre-school children) who are desperate for older role models to support and care for
them.

Joining in activities and laughing keeps people well and happy. One person mentioned that they do not like the TV, although other residents
do.

What matters most in your life
Residents were asked: ‘what is the most important thing in your life that keeps you well?’

The most important thing that keeps the majority of older people well is regular communication with those closest to them, along with the
freedom to think and act independently.

9
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Support network and purpose: Communication is one of the most important factors, with contact with family, close friends and other
residents, all mentioned by respondents: “l can have some banter!” The ability to share and communicate with those close to you is very
important. Linked to this, one respondent suggests feeling needed by their other family members, paired with retaining the ability to be able
to do something for them. One said, “/ want something to get behind — to share my experience/knowledge”

Clinical Commissioning Group
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Variety: for some care home living is ‘boring’. Variety keeps people well. Many residents wanted more variety — like visits to day care,
occasional nights out, more fresh air, window box gardening, more music, meeting new people, visits to church. Reading the newspaper was
important for one resident.

Independence: Residents talked about retaining the ability to do things for themselves as important.

Appearance and living space: Looking clean and presentable and having a nice room within a care home gave people a sense of pride which

was important for some respondents.

Healthy lifestyle: Eating properly and regular exercise were mentioned.

What the NHS can do

Older people were asked: ‘what is the most important thing that you feel the NHS can do so you keep you and yours well and living a healthy
and independent life?’

The most important thing that the majority of older people feel that the NHS can do for them is offer a more personal care experience so that
they feel listened to, respected and better informed, as well as offering assistance to make them more mobile, independent and well
supported.

10
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A more personal care experience: Several of the older respondents believe that being listened to more carefully, being kept well informed,
with a greater understanding of their needs is the most important thing that the NHS can do to keep them well. It is highly important to many
of the respondents that they are respected and treated with sensitivity by the healthcare staff, as well as being treated as individuals. They
wish to know that the NHS is there for them when needed, and that staff are trained so as to fit the needs of the patients. The availability of
doctors, community nurses and day care support was also important.

Independence and mobility: Several respondents, particularly those who are residents in care homes, feel that in order to sustain a healthy
and independent life, keeping mobile is vital. People crave variety and more activities that get people out and about in the fresh air and
exercising; trips out are most important. Going to church was specifically mentioned. Accommodation modifications such as walk-in baths,
banisters and ‘assessment by falls service’ are also suggested by residents to maintain their sense of independence and mobility.

Community support: Providing more community support is also considered one of the most important things the NHS can do. The use of
outreach workers, healthy eating courses, retirement packs and the opportunity to talk to others in a similar position to themselves are all
given as examples. One respondent also highlights the importance of the NHS engaging with the voluntary sector.

Desired experience of keeping well (residents)
The map below on page 13 describes care home residents desired experience of keeping well and independent living across the 7 touch points.
Coping with life changes: people wanted more support ‘finding my way around building’ in the early days. For some privacy was important.

Emotional well being: to improve emotional well being, people wanted: more company, more variety, more person effects and space
(wardrobe and room).

11
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Physical well being: people wanted to get outside more and have more opportunities to exercise; with a focus on maintaining mobility and fall
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prevention.

Care home staff support: people were generally very happy with care home staff and in some cases wanted care home staff to ‘see the
person’ and their capabilities more (see current experience for more detail).

Family and friends support: as well as being close to and staying connected with their family and friend, people wanted more group activities
and ways to make new friends. Some talked of having more seating facilities in their room or a bigger room so they could entertain and invite
people to their space.

Health professionals support: people wanted proactive care, with regular checks, reassurance and a focus on supporting people to self-care.
One person mentioned they had a panic button and ‘I don’t know where or how to get it “. This being addressed would make them feel safer.
One person wanted to be assessed by the Falls Service.

Sense of purpose: this has been covered extensively elsewhere in this analysis. Key issues are:

e Variety of activities, including: visits to day care, more walking, fresh air, music, less TV, gardening, and trips out
e Help to keep mobile and independent as long as

e Closer connect with family, friends; more conversation, banter and chance to meet new people

e A niceroom

e Something to get behind — “share my experience/knowledge”

12
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North Lincs - Care Home Residents Emotional Map - DESIRED
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trips/fresh air
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Current experience of keeping well (staff)

North Lincs - Care Home Events - Staff Emotional Map - CURRENT

|

safe, happy,
support,
community

good
influence,
grandparents,
stable home

Childhood ‘ Life Skills

help at

school,
family, money
management

not being
taught, no
confidence,
got through
luck

Being
Caring At
Times of

empathy,
close
relationships,
training, ha

can't teach
care/support,
more training

Through
Emotional

Good,
confident,
experienced,
listen

more
training,
emotional

Going
Through

Caring for

Residents at

End o

Supporting
your
Physical

Supporting
your
Emotional

Relationship | Keeping You

s and Peer

F ... Y N N
Parents, confident, v confident, ' Good,

confident,

experienced,

reassuring,
calm

quite good,
unsure,
reassuring

Emotional,
empathic,
confident,
rewarding,
involved

Nervous,
more
training,
ok

Wett-Betry

Rubbish,
frustrated,
angry,
limited
support

Needs

lack of GP
support,
annoyed,
fobbed off,
bad

O

loved,
protected,
cared for,
supported,

friends

Fxperienca |

NHS

Well and

there when
needed,good
GPs/nurses,

more staff
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Key issues

Staff considered the emotional touch points (more detail see Appendix 3) in relation to: transition, emotional loss, crisis and end of life in
terms of looking after residents — rather than their own experiences:

e People felt that training was something that helps them: support people through transition and emotional loss. Care home staff felt
mainly confident, experienced, reassuring and calm. They also said this work was emotional
e Staff had overwhelmingly positive feelings about caring for people at the end of life with a small number feeling unsure and in need of

more training

Staff considered: childhood experiences, life skills, physical and emotional well being, relationships from their own experiences:

e Most people in this group had a happy upbringing and learnt life skills

e The majority f people did not feel supported to maintain their own physical and emotional well being, describing support as ‘rubbish’,
with limited support. This makes people feel ‘angry’, ‘fobbed off’ and ‘bad’. People do not perceive they get support from GPs

e This group appear to be well supported by friends and family and have a strong sense of good relationships with people. Participants
did not comment on their relationships with health care professionals.

People want to feel the NHS is there when they need it, with good nurses and doctors and more staff.

This analysis suggests that car home staff are a particularly resilient group who may have some important lessons to teach staff in other care
settings. They appear to be much happier than staff who work in Scunthorpe General for example. They are particularly confident at dealing
with end of life issues and this is an asset that the NHS in North Lincolnshire can build on. They do a job that is tough emotionally and also
potentially on a physical level. It is clear that they feel unsupported by the health care system to keep well physically or emotionally. This is
something that needs to be taken into consideration by both their employer and the NHS. If plans are put in place for GPs to visit care homes
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to support residents, they could also support care home staff to keep well. This resonates with how staff who care for people feel in other
settings e.g. Scunthorpe General where staff also say their own health suffers and they have poor access to care to keep well.
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Desired experience of keeping well (staff)

North Lincs-Care Home Events-Staff Emotional Map-DESIRED }ﬂ
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Caring \
Caring At Your Your Relationship You
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knowledge, support, train system, more supported,
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school care access bonding good health,
support from
family/friends,

be happy
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Key areas for improvement:

e Continue to invest in good training for staff so they can do their job of supporting residents well
e Break down barriers within end of life care
e Support people to help themselves with improving physical well being; provide more information and easier access

e Support people and care home teams (colleagues) to help each other (peer support) to keep physically and emotionally well — help
teams to ‘bond’

e Focus more on maintaining emotional well being
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