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Key findings 

This consultation examined how the needs of older people might affect planning for future housing and care schemes for older residents of Cumbria. Older people are not a homogenous group. The people we spoke to came from various backgrounds, with very diverse life experiences and with different aspirations. Nonetheless there was a degree of consistency in what people told us.
· The housing needs of older people should not be a secondary consideration to care needs and care services. Older people want a secure, accessible and affordable place in which to live.

· Most older people want to stay in their own homes, receiving domiciliary care when and if needed. The barriers in the way of them doing this are:

· Concerns over standard of care

· Lack of accessible, reliable and frequent appropriately timed transport

· Lack of affordable and reliable services to help with house and garden maintenance and repairs, particularly small jobs
· Delays to adaptations to home

· Fear and isolation

· The vast majority of people do not want to live in residential homes.

· People recognised that in some circumstances there was a need for nursing homes.

· Extra care sheltered housing was viewed positively by people when anticipating situations which meant they may have to move from their ‘own home’.

· Independence and security are valued very highly by older people. It can be achieved in different ways.
· Older people who we spoke to did not want to become disengaged with the wider community. Most people emphasised the importance of maintaining relations with their local community.
· Feeling safe in your local community and in your home is of great importance to older people. Fear of crime might exceed actual incidence, but fear can have a disabling impact on older people’s lives.

· Older people value easy access to facilities such as shops, doctors’ surgeries, hair dressers, and post offices. Easy access to leisure and social facilities are valued as a means of combating isolation and loneliness.
· A person-centred approach to care provision can contribute towards social well-being. 
· If people decide to move because their present home no longer meets their needs, their first choice is to more suitable general housing. For example, a bungalow nearer other amenities, or a house with a smaller garden.
· There are concerns that the standard of domiciliary care is not good. The two main reasons for this are perceived to be lack of time allocated and high turn-over of staff per client.

· There was interest in Direct Payments, most people did not know about it.
· Many older people expect to participate in decisions affecting them. This is true for all aspects of their lives, including housing and local amenities.  They are not always sure how they can do this. 
· Older people have a need for affordable warmth.
· Loneliness is a major issue facing older people, especially following bereavement.

· People want to remain independent. Quite often it is seemingly small things that rob older people of independence. The two major contributors to this are:

· Lack of transport which is available at times when it is needed and/or to places where it is needed

· Lack of help with small scale home/garden maintenance issues
· There is a lack of understanding amongst older people about their rights, options and choices.

The following are especially important for the social well-being of older people and should be considered when planning extra care housing: 
· opportunities to develop and maintain a social life 
· the involvement of older people, designers, local planners, service providers and other interested parties at an early stage of development, to integrate housing schemes with the local community
· restaurants and shops as venues for social interaction 

· care and support services outside core hours of work 

Participants said that some older people are at particular risk of social exclusion, including people who have recently been widowed, people who don’t receive regular contact from family or friends and people who have impaired mobility and/or reduced cognitive function. 

Recommendations
These recommendations are based upon what the 73 participants who we spoke to told us.  They were a very diverse group of people with different life experiences.  Yet there was a remarkable degree of consistency in what they said.  The overall message that we got almost without exception was that no one wants to have to live in a residential home.  People’s preferred choice is to stay in their own home.  If this was not possible people contemplated a move to what they considered to be more suitable ‘mainstream’ accommodation.  It was only after these options had been explored that people thought they would start looking at housing options specifically for older people.  Extra care sheltered housing was the most positively viewed of these options. 

· Housing needs of older people cannot be viewed in isolation. It is clear that the well-being of older people is intrinsically linked to social care, transport and other support services and community activities. 
· Given that a majority of older people want to stay in their own home, the barriers in the way of this are: 
· quality of domiciliary care

· home and garden maintenance

· transport options 

· limited grants and time it takes to have small alterations made to a house
These need to be carefully reviewed and the concept of ‘joined up thinking’ applied.
· There was a lack of awareness of direct payments and individual budgets by older people we spoke to.  Ways of informing older people of the options for buying in care need to be reviewed. Equally many older people lacked information about grants to adapt homes and help with heating costs. More information could be made available through Age Concern, leaflets in key sites etc. Ways of reaching more older people with this information need to be explored.  
· The wealth of experience that older people have could be tapped into as part of the design and planning stages of housing that is going to be specifically for older people.  It is necessary to make clear the links between facilities available and impact on rent/service charges – this could usefully be made explicit at planning stages for people to offer views on options.  

· People told us that they felt it was important that housing schemes are integrated with the local community.  In smaller towns or villages small scale developments could be considered to enable people to stay as near as possible to where they live currently.  This could result in more informal support being available from local communities.

· People expressed the view that a decentralised approach would be better placed to provide person centred support and services.  For example we heard that people particularly liked having domiciliary care workers who talked to them about local news and events. Other people talked about decentralising transport options for example further development of rural wheels type services or more buses on market days. 

· In order for any type of sheltered housing scheme to be valued by older people, care and support needs to be available outside the core hours of work.  
· To maximise independence and well-being for older people transport options need to be explored further.  More effective transport provision would mean less practical help would be required e.g. with shopping or medical appointments and well-being could be maintained and improved by providing access to existing community services such as libraries, sports halls, swimming pools, social clubs, cinema, concerts etc. 

· Opportunities to develop and link with the wider community were very positively reported and more such links could be explored.  For example inter-generational activities with schools.

· Volunteers are highly regarded by many older people.  To increase the capacity and effectiveness of volunteering it was felt that volunteer coordinator posts funded by the Council/PCT would be useful.  
Summary 
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There will be more and more older people in the near future. What they want and how they will get the services they need is a big issue that needs a lot of thought. This consultation has spoken with ‘younger older people’ (50+) in Cumbria, to understand and report their views and concerns for their future housing and welfare needs.
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We talked to 73 older people, some on their own, some over the telephone and some by E mail. But most of the people came to group meetings where we talked all together about what their future housing needs might be and what they would like.

Most people said that they would like to stay in their own home as they grew older. Some people said that as they got older they would probably need help and support to stay in their own homes. 

People said that there were barriers, or things that would stop them from staying in their family home and they thought of some ways in which they could get around these.
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Some people said they would like to move to be nearer a town, or their grandchildren people said they would like to move to a bungalow or a house with a smaller garden

But most people said they would rather stay ‘at home’ where they were. They said they would like to have help and support come in. But people said there were things in the way of them doing this. These included:

· [image: image4.png]


People had heard some bad things about getting ‘care at home’.

· If they could no longer drive a car there was no other way of getting around. They did not think the bus or train services were good.

· [image: image5.wmf]There was no one nearby who they could trust to do small jobs in the home and in the garden

· If they needed to make changes to the home, for example a ramp to the front door, it took a very long time.

· Some people said they would feel frightened if they were on their own and others said they would be lonely.
Most people do not want to live in residential homes.

Sometimes people need to be in nursing homes.

People said that if they did have to move from their home then ‘Extra care sheltered housing’ would be the best choice. Extra care sheltered housing is when there is someone around all the time to help you if you need it
People want to be independent. People want to feel they are safe.

[image: image6.wmf]Older people who we spoke to said it was important to be part of the local community.

Feeling safe in your local community and in your home is very important to older people. Fear of crime might can impact on older people’s lives in a very bad way.

Older people like to be able to easily go to shops, doctors’ surgeries, hair dressers, and post offices. Being able to go to these places can make people feel less lonely. 
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It is important that the services fit the older person rather than the person being made to fit the services.

There was interest in Direct Payments, most people did not know about it.

Many older people expect and want to take part in making decisions that will affect them. They do not always know how to.
[image: image8.wmf]Older people have a need for affordable warmth.

Loneliness is a big issue for older people, especially if their partner has died, or has had to move into a nursing home.

· There is a lack of understanding amongst older people about their rights, options and choices.

People said that for older people to feel happy and content it was very important that they had: 
· opportunities to develop and maintain a social life 
· [image: image9.wmf]the involvement of older people, designers, local planners, service providers and other interested parties at an early stage of development, to integrate housing schemes with the local community
· restaurants and shops as venues for social interaction 
· care and support services outside core hours of work

Introduction
Involving older people in decisions that affect us is essential for improving service provision.
There are so many old people now, and fewer younger people who can finance all this. This is particular in this area, and no younger people to care for us.  This is the trouble up here.


(Participants in consultation)
An ageing population continues to be of national policy concern, in relation to meeting the needs of older people now, and for future welfare provision. This demographic shift is having a substantial impact on assessing the future housing needs of older people.
The ageing of our society presents a range of challenges to housing providers. Not only will there be more older people in coming decades, but their needs and aspirations will also be different. This consultation has particularly sought to engage with ‘younger older people’ in Cumbria, to understand and report their views and concerns for their future housing and welfare needs.
This report is divided into three major sections. Chapter 1 sets out how this consultation, on which this report is based, was undertaken; our approach, and gives information on Shaping Our Lives. Chapter 2 looks at what people say about the significance of ‘home’, both as a house and ‘home’ as part of a wider community. After reporting what people say about wanting to remain in their own homes chapter 3 looks at the barriers that people say stop them being able to do this. We report people’s ideas for overcoming such barriers. The fourth chapter explores the housing options available for older people in Cumbria and reports what people perceive to be the positive and negative aspects of them. The final chapter explores what older people identify as being necessary for their own well-being and contentment.

1. How we carried out this work

Who we are
Shaping Our Lives is a national, independent, user controlled organisation and think tank. We work with a wide range of health and social care service users including older people, people with learning difficulties, those with physical and/or sensory impairments, people living with life limiting conditions, mental health service users/survivors and people who use residential services. Our aim is to increase service users say in, and improve the quality of, their support. 
Shaping Our Lives has a strong track record for positive involvement and meaningful inclusion. We have developed trust and considerable experience of working with local service users and their organisations. Equally we have a history of working in close collaboration with organisations like SCIE, GSCC, CSCI, Skills for Care, etc. as well as local service users sharing learning within and between both.

Our approach
Underpinning all the work that Shaping Our Lives carries out are the fundamental principles of equality of opportunity, parity and meaningful choice. We are firmly committed to a social model, sometimes called an equalities approach, to our work. In practice, this means that when we run a consultation we strive to make the day as enjoyable and as positive an event as possible. This is not just about wanting to give people a pleasant experience.  The reason we believe this is crucial is that if at the end of the consultation all potential problems are viewed as the inevitable consequence of a particular impairment, all solutions will be focused on the impairment, rather than the barriers that disable a person with that specific impairment. For example, in this consultation, if any issues identified are seen to be the direct result of the participant’s own ageing, then any solutions too will also focus on ageing, for which there is no solution. Moreover, our approach reinforces the idea that age related concerns must be viewed as a problem that faces society rather than the direct result of an individual’s functional limitations. The outcomes of these two opposing approaches are also significantly different. Concentrating on the individual as the problem, for example, not being able to cut their own toenails requires individual solutions, perhaps designing long handled toenail clippers. Looking at what services might be required, on the other hand, results in identifying the need by older people for regular visits by chiropodists. 

We feel it is important that the participant is not made to feel that they are the problem; that it is their age, their health that is the difficulty. On the contrary, identifying solutions in terms of what services can be offered demonstrates value and respect. Being made to feel that you are the problem, that you are a burden, and that you have nothing positive to contribute to society is not, in our view, working towards equality, parity or meaningful choice.

Our previous work on projects of this kind demonstrates that this approach generates information that can be genuinely used to shape policy and the direction of future service delivery.

Effective consultations
In our experience the most meaningful consultations are those that use a variety of methods to allow people to participate in the way that best suits them. 

It is for these reasons that we used a semi structured interview schedule (Appendix 1); we included face to face individual interviews and facilitated group discussions.  The participants also had the opportunity to fill in a questionnaire, and record any comments in a variety of ways, as part of the consultation if they wished.   

Our experience has taught us that a facilitated group discussion is the most meaningful way for both the participants and for the people seeking their perceptions, thoughts and ideas. This is because, not only does facilitated discussion allow participants to ‘kick an idea around’ but also a statement from one person can often lead a discussion in a new direction that those writing the schedule might not have anticipated. In addition people ‘warm up’ to a discussion, they can fire ideas off each other, whether in agreement or disagreement and the entire process is far more meaningful and beneficial to all participants.
Recruitment
Recruitment took place primarily via networks of voluntary sector contacts, but also via existing mechanisms such as the Older People’s Forums and PCT networks.
When recruiting participants Shaping Our Lives offered different ways in which people could participate. Options included:

· Facilitated group discussion

· One to one face-to-face interview

· One-to-one telephone interview

· Electronic questionnaire

· Written questionnaire

From past experience a group discussion should be between 4 and 10 people. Service users already living in sheltered accommodation were invited to take part in a facilitated group discussion.

Who took part
Overall 73 people took part in the consultation, including nine people who were resident in sheltered housing and extra care sheltered housing.  Full details can be seen in Appendix 2.
2. Staying at Home

Home is more than bricks and mortar. Home is memories. Home is a life times’ collection…of life, of love, of loss, of happiness, of pain, of joy, of peace. Everything is in my home. My house, my home is me.

Home is where the heart is.

Home is somewhere where I can be me.

Home is where I feel safe. I can come in, close the door, pull the curtains, shut out the world.
The Importance of Home

The concept of ‘Home’ is a significant part of modern life and culture. Where people live is the backbone of older people's quality of life, affecting their health, well-being and independence. Home means different things to different people, but to all the people we spoke to ‘home’ was very important. To some ‘home’ was tied up with their own sense of identity, who they saw themselves to be – it was a key aspect of their sense of self. 
When you are a person of older years, you have achieved, usually by the time you reach this age, a home that you enjoy living in.  It may not be suitable in some ways as you become older, the access to the doors, the bathroom equipment, the kitchen equipment perhaps. But it’s your house, it’s filled with your memories of what you have done, your children’s first pictures, collections of all sorts of stuff, DVD’s, books, pictures, they’re yours, that’s your nest and to stay in that place that is yours is very important to many people.  You don’t want to leave these things that you’ve acquired.
I’ve lived in my home ever since we were married. It is full of my past. I can see ghosts of the past all around it…not real ghosts but memory ghosts. I can see the children running in from playing out. I can see my husband by the fire. I can see old versions of me, when I was young, baking…They are memories of the days I’ve had. It would all be gone if I lived somewhere else without them.

For other participants ‘home’ had a broader meaning; home was being part of the wider community that made you feel that you belonged, that made you feel ‘at home’:
The community is brilliant, I’ve only been there 12 months but I’ve got involved with the church – they come and fetch me, they bring me back from church; they take me to social functions, I’ve got good neighbours.
Keswick is a good place for retired people because you come down into the town and it’s got the square, shopping is very central, you meet people and you chat and you have a cup of coffee and do a little shopping and exchange views.  Then you can go home and you don’t have to invite people to tea.  It’s a really important thing I think, don’t you?
I wouldn’t want to live anywhere else in the world thank you very much. Don’t get me on a soapbox. I have friends and relatives that live in Ambleside and I don’t know how they even put up with living in Ambleside, yobs roaming around the streets of a night, don’t feel safe.  Where I am you’ve got neighbours who you’ve grown up with, and everybody helps each other, you don’t find that in Kendal.

A clear message from this consultation is that people would generally prefer to stay in their own home as they grew older. People recognised that they would, in all probability need support and care services.  People recognised that there were barriers that would prevent them from staying in their family home and service users offered some ways in which these obstacles might be overcome.
In the following section we will outline the barriers that older people say are preventing them from staying in their own homes and offer some suggestions for overcoming them.

Before looking at the barriers that prevent older people from staying in their own homes, we report on what people told us about moving within the private house market.  Many people opt to do this, but the barriers in the way of doing so, affect this group of older people as well as those who want to remain in the family home.
Moving within general housing 
Most of the older people we spoke to did not require specialist housing. Moreover there seems to be an implicit assumption that older people will stay where they are or move into some kind of specialist housing, usually assumed to be residential or sheltered housing. However, many of the people we spoke to talked about moving within general housing. As this person explains:

I would like to move from our house. It is very cut off and isolated. Which we have always loved. But we need to drive just to get to the shops and none of us are getting any younger. We can’t carry on driving indefinitely. I would like to move to the edge of town. A bungalow – but my husband won’t hear of it. He says he won’t move.  
I was brought up in a village as a child so I like village life. I’m lucky because I know quite a lot of people in Kendal too.  I chose to go into a ground floor flat, I have a big balcony, I can walk out into the garden so I feel as though I’m living in a bungalow.  It’s only a small block of flats.  I can walk to the doctors, I can walk to the hospital if necessary. I can walk into Kendal or I can get a bus and that does make a lot of difference.  It was a decision I had to make, not without many heart searching because I liked living in the village and I had a wonderful view.  But you see villages, the post office has gone in Heversham, the shop went first of all, then the PO went, and there’s nothing.
This group of people is discussing the pros and cons of bungalows. They are all talking about general housing:

Where I live now, it’s a bungalow, now there’s no stairs and that is a good thing.  

When my wife was ill in hospital my son said to me ‘I’m going to get you a bungalow’ and I must admit, it is a lot easier, you know…I wasn’t bothered, you know, it wasn’t for me really, it was for my wife when she came out of hospital and she was having a lot of trouble.  She wanted a bungalow and I wasn’t bothered, but now I realise how much better it is.  I don’t have to climb up and down the stairs, I don’t have to worry about slipping on the stairs, you know.

My bungalow is very nice, except it’s got a big garden at the back.  My husband wanted to get rid of that.

But otherwise, you like that fact that it’s a bungalow and it’s on one level?

Oh yes!

The thing about bungalows – I know me and the missus has always said if we win the lottery we’ll get a bungalow.  But the doc said to me while you’re fit and active keep going up them stairs, otherwise you get bungalow legs!

I’ve got lots of bees in my bonnet and one of them is you must keep active – stay in a house with stairs as long as you can. 

So I’m very keen to think very hard about it 

– I’m not talking about and most people especially my age don’t want to, I’m not wanting to move into a bungalow or whatever and develop bungalow legs before I’m 60.

Bungalows are an obvious solution for many people who find stairs difficult. People said that there was ‘a chronic shortage’ of bungalows, that ‘no new bungalows are ever built’ and that bungalows tended to be ‘astronomically expensive’ because the ‘demand is high and there are not many on the market’.

People talked about selling their house and buying another for many different reasons. These included buying a house with a smaller garden, one that was closer to shops, doctors surgeries, hairdressers, cafes and hospitals etc., moving to a location with better public transport and one that was less isolated. We will be reporting what people said in regard to these below.

3. Barriers to staying at home.
There were many barriers that older people said stood in the way of them being able to stay in their own homes.

Changing times

Many people agreed that the community in which you lived played a vital role in the lives of older people. However many people reported that this sense of community was fast disappearing:

My point is that in Keswick the community is very supportive of each other, but if there is a changing balance and you get beyond a tipping point for off-comers where you’re importing the ‘keep your distance’ of the southern home counties (which I know only too well..)  as against the Cumbrian attitude which is much more like society as I knew it as a small child, which is you don’t go up the street without saying hello to everyone whether you know them or not, you do look after people and I think at the moment it is still here, but it is getting less.  In the twenty years I have been here I have noticed a difference.  At the moment we’re ok, but I can see it’s a bit on a knife edge and that is important in the context of the type of accommodation required. 

In villages like ours where at least fifty percent are holiday homes your community has broken down and isn’t as it used to be when people were there and literally kept an eye on each other. 
The neighborhood you live in, your neighbours you know if they see you in trouble they’ll come and help you.

We’re actually short staffed, that’s the problem, the Cumbrian people who are able bodied and community spirited enough to do jobs and keep an eye out for each other like that, there aren’t enough of them around to help the elderly people. 

But people also reported that the influx of ‘off-comers’ and holiday homers were not the sole reasons for the decline in community life. These comments sum up what a majority of people who took part in this consultation said:

Our generation is the last generation of carers.  My father’s 89 next week and I’m still caring for him, I’m 68 this year.  His parents died when they were 50.  Our kids won’t want to care for us because they’ll be on the other side of the world.


Your attitudes have changed, because when I was brought up in a village, it was wonderful because there were all my aunts and uncles and cousins and whoever was ill it didn’t matter, there was always someone to look after you, there was no problem, no problem at all.  Once we started being educated and moving away then the problems started up.  

It’s really good for people who live in a community and you’ve grown up in that community, but that isn’t the reality for many people in this country and it’s going to be even more so for our kids because they’re much more mobile, so I think there is this issue.  

Most of the people we spoke to felt that it was unwise to rely on ‘the community’ – neighbours and friends or on their children and other relatives for any care and support they might need as they aged. People also clearly recognised that, in all likelihood, they would need some sort of support as they got older.

However, there was an acknowledgement that despite younger people or ‘younger older’ people being busy there was potential for voluntary effort to be further developed.  If there was a paid post to do the coordinating then people need only offer specific things which they could manage, e.g. giving a person a lift to go shopping once a week, or mowing someone’s lawn once a fortnight.   Such a post might usefully work through existing structures such as village societies or lunch clubs. In this context concerns were raised:

A lot of people are refusing to volunteer because they don’t think they should be CRB checked.  They’re offended by being asked to have a CRB check. It’s just a fact. 

‘Care’ at home
A large majority of the people we talked to said they would rather stay where they were:

I’d rather have support if I could, affordable support in your own home and you have the choice at the input of the support that you get and it not being forced upon you.  Not someone that doesn’t know you, doesn’t know your lifestyle or anything saying this is what you’re going to get and this is what we think you need.
Our aspiration for the future is that we would like to stay in our own home as long as we can.  

No I would prefer to stay in my own home and have carers looking after me. If you could adapt your own home.  The problem is with that, is that they say, because that’s the government thing at present, everybody stay in their own home and the carers will come, it’s 3 visits a day, 10 minutes each one.
My plans are to definitely stay at home and have care come in as and when I need it. That is what I would like.

Although the majority of participants thought this was the best option they also voiced serious concerns over domiciliary care. Time emerged as a big issue, both in terms of the time the worker was allocated to spend with them and in terms of the time of day they came:

If you’re house ridden then it might be alright, but if you’re bed ridden you want 24 hour cover to be truthful because you can’t tell when you want to go to the toilet.

This is the problem when they’re paid to do it, the social services, they sometimes give a social service operator half an hour to go to see a person, undress them, put their pajamas on, a nightdress, give them a cup of tea, and something for a meal, put them into bed, and this is sometimes at 5, 6 o’clock at night and they don’t see them until 9 o’clock in the morning. 
We had a neighbour 86 year old.  The carers would come in at ten past seven of a morning, getting her out of bed. She was an 86 year old, just an old age pensioner on her own, never bothered anybody until she took badly so she had to have care in. Pulling her out of bed at that time in the morning….and that poor lass was sitting there, on her own, all day long.  She had a son, but he was working all day, so he couldn’t visit her, nobody else would until that carer came at night time to put her to bed. Her son put her in a residential home at Maryport and she said ‘get me out of here, I want to go back’ but one night-time she took badly and she died.  She went to try it for three months, she was there two months before she said get me out of here, I’m going home, but then she’d been on her own for forty year, she was used to it.  She would never ask my husband or me to do anything for her, she was an independent old lady.
A friend of mine is given half an hour in the morning to get up, get dressed, wash and make her breakfast and make her bed.  They come back at lunchtimes and they’re supposed to cook her a meal.  How can you prepare and cook a meal in half an hour?  Because that’s all she’s given, at lunchtime.  They come back, they don’t come at tea time – they make her a sandwich for her tea.  They come back when they want to tell her when she has to go to bed.  Now they can come back at seven o’clock at night!  Nobody’s going to tell me what time to go to bed.  They come at seven o’clock in the morning to get her up, it’s not on.  

Equally people were concerned over the amount of different people who came to their house as ‘carers’:

A regular visitor, a nurse, to come at certain times, and the same person, they get different people coming at different times and they don’t know whether they’re coming or going.  Anybody could walk in and walk out again without…. 
You don’t want someone coming in doing personal things for you that you don’t know and you don’t trust.  You’ve got to gain that trust with someone that looks after you in a personal way.
My father lived with me until he died which is four years ago. If I was ill or away, he at times had carers coming in and that was very unsatisfactory.  A different person every time, unable to form any relationship with them, in and out in half an hour.  One of the difficulties was that it took him at least an hour to eat a meal because of a swallowing difficulty. A lot of these problems would have been solved if it was someone who knew him.
Relationships are absolutely crucial, and if it’s a different person every day there is no way you can form a relationship.  

You’re just getting used to someone and they leave.
This is what happens with Cumbria Care and all the agencies

I would like it to be somebody that I chose to come once a day or every couple of days.  I wouldn’t want a different person coming in every day. 

We were told we could get people in to help us but we had to have strangers coming in to do personal items for me and my husband but can’t pay our daughters to do it.  That’s what I would rather have. Even though we are willing to do it legally. You have to have someone who’s a perfect stranger.  I told them just forget it.
Some people were concerned about the carer’s allowance:

My husband’s just turned 65. He is still my carer, the next day he’s still my carer.  He’s still doing exactly the same things for me as he was the day before he turned 65 but because he gets the state pension he’s not allowed the carer’s allowance.  They take it away from you. It’s a piddling amount when you think what he’s doing for me. It seems wrong that they can penny pinch in that way.

You’re working sometimes, some of these carers, 60, 70 hours a week looking after someone and they’re only getting £36 a week, they’re not even slave wages.

People shared some negative experiences they had had with domiciliary services:

I had to phone the doctors to find out why nobody had been out, and the answer was because you’re housebound we thought we might pop in and see you tomorrow, now I never told anyone that I’m housebound.  Also, isn’t it polite to ask somebody when you’re going to call and whether it’s convenient to call.

I had to have a quadruple heart bypass, that’s why my hubby had to go into care, but I was not offered respite for him.  I was offered help, in the house. I got 2 half hours, in the one week I got 2 half hours, the first month you don’t pay for, and then I got a bill for 30 some pounds and I rang them up and I said I’m sorry I’ve only had 2 half hours, I said you were supposed to come back and do the month which I was allowed free but I said I never saw anybody again after that.  And they said Oh.  So it’s lack of communication somewhere along the line.

You’ve got to realise that these people are at a disadvantage, you’re coming in their own homes.  I had carers into my husband for about 18 months, and some were excellent and some, I used to think…...  Because they’re coming into your home, it’s very invasive.

And it’s your bedroom too.  It’s a very personal sort of thing. 

Doing personal things that you might not like having done.

Now some of them I thought they got their money for nothing to be honest with you.  I had to have help getting him back to bed, but half an hour was far more than necessary, you know 5 minutes for what they actually did. 
Although this person is talking about her relative who lives in sheltered accommodation, she was also in receipt of domiciliary care:

I’ve had a similar situation with my mother who is still alive (99!) She was in a sheltered flat and things were so bad we had to take the care agency to a tribunal.  They left her drugs out and she overdosed.  She became incontinent and they left her for eight hours – I only live four miles up the road, they could have phoned me.  I was there one day and it was confirmed by the warden of the complex that it had happened more than once, the carer would come to the door, shout through the door (and there was a corridor down to the sitting room so it wasn’t possible to see the person) ‘are you alright’ and my mother is the sort of person who would say ‘yes’ even if she was at death’s door – she would say yes and that constituted a visit.  

There was little discussion around Direct Payments for support for older people. This person is explaining to others what she understands them to mean:
And this is the sort of thing that people, getting support at home and living at home, having made decisions about what they’re spending this money on, what sort of help they actually want. This scheme, on paper it sounds absolutely marvelous.  If you did have to be at home then you can choose, you don’t have to have the home carer coming to get you up at half past seven when actually you want to get up at whatever, or alternatively they come in at half past ten and actually you did want to get up at 8 o’clock.  You’re able to use the money to buy in what you would like.

The others in this group all agreed that Direct payments sounded like a good idea:

I hope it’s going to be changed.  

We hope to see that because that’s going to make a big difference to a lot of people to staying at home.

My priority would be to be washed and bathed and kept clean – personal care would be number one, the food would come second.

It sounds very sensible. I hope we can get it here.

Adaptations at home
A lot of people do not want to go into residential care, they want to stay in their own homes, and if they’re already adapted, maybe with minor adjustments, then why move?  Why up sticks and move somewhere else where you’re not going to be happy.
There was much discussion in all the groups about having adaptations made to your home in order to meet changing needs and enabling older people to stay in their homes. Most discussions focused on stairs and upstairs bathrooms and toilets:
Many people they would like to stay in their own homes, elderly and disabled. One of the things that’s happened is years ago when they designed the houses, they designed them for young people with children. 98% of the houses have the bathroom upstairs and also the toilet.  Now a lot of elderly people love their shower or their bath but they’ve got to get to the toilet, and unless there’s some means.  I mean, I struggle to get up the stairs but I can do it. I don’t know about 5 or 10 years time if I’m still here.  The thing about it is, these people… that is the kind of help that they need, physical help.
The older you get, and your health deteriorates, none of us are going to escape, we’re going to have good health for say 100 years, so then we need a stair lift, then we need the flat altering, by the time we’ve finished, our own homes have been altered that much that nobody would want to buy them.

We do have to climb the stairs.  At the moment that’s no problem.  Even if it did become a problem stair lifts are relatively inexpensive these days, and if there was a government grant to help with that it would be very good. 
Our house is 30 years old and we’ve only had to widen one door and that’s the bathroom door.  We only had to widen it by two inches but oh, what a carry on it was!

Mine’s an ex council house that we bought and luckily it’s worked out brilliant because we got a partial grant for a through ceiling lift to be put in and what was our utility room was made into a wet room shower.  The council helped with a partial grant, that was done a few years ago now, they also had to take some of the doors off and the sitting room door into the living room they had to widen but apart from that the house is accessible in every way.  They’ve made it absolutely brilliant.  We put our own ramp in at the side of the house so the only door we can’t use is the front door because of the steps up to the door and the step into the door.
Other people wanted relatively small adaptations, which would make a big difference to their lives:

The sockets could be at a good level, at a higher level, so you’re not bending down. 
I love where I’m living, but I’ve just had a joiner now, just put me a rail at the top of the stairs because I have this problem where I fall over, and that’s without the drink (laughter). 

There is often an assumption made that older people need less space. However some people disagreed with this:

When you are a bit older you need space for wheelchairs.
You also need a bigger bathroom and more room everywhere. Well that’s what I find. For when your carers come particularly with personal care.
Concern was expressed about the cost of adaptations and the wait for them to be carried out:

I live in an ex-council house and I’ve got a disabled husband and the stairs are a problem for him, you see. I don’t know what is going to happen as he gets worse we will need changes made if we are to carry on living there. But I don’t know where the money is going to come …we want to carry on living there. I don’t know what the alternative will be. It is a big worry.

There are grants that you can get.
I am waiting for a shower seat. I can’t stand up in the shower and they came and said I could have a shower seat but they would put it in but that was quite a few months ago…I don’t know how long I am going to have to wait…and to be honest it is not very nice not to be able to have a shower.
A ‘handyman’ service

As we have seen, for a lot of the older people we spoke to, staying in their own house was the preferred choice. However people told us of the numerous small tasks around the house and garden that they once were able to do and now were not.  As one woman put it:

It seems silly to have to move out of your home just because you can’t change a light bulb but that’s what it’s coming to.

Many people told us that what they needed more than any other kind of service was the services of a ‘handyman’. A person who was: 

reliable, honest and friendly – didn’t charge the earth but who could do a range of things, like fix a dripping tap. 

You’ve got to have a communication system to access this handyman system, and the handyman system should just be handy. It shouldn’t be somebody who’s going to come in three days time to change your light bulb.  Because your front room light, or if it’s the fuse in your telly, or if it’s your curtain that’s fallen down you don’t want to sit in the room with the curtains fallen down and no lights, for three days do you?
You can’t reach the bulb if it’s at the top of your stairs.

Suitably trained and qualified to do the job.

How do you get a man to do little jobs? You’re frightened to death of looking in Yellow Pages, a woman on her own, an older person on their own, when it’s the sort of thing a man with a screwdriver can do.  There is absolutely no will for anything to fund anybody like that.
We used to have a handyman service funded at Age Concern.  We don’t have it anymore, not that it is not needed.

This is an issue that comes up a lot. People staying in their own homes actually benefit so much from a man to do a tiny job.  They’re frightened of getting anybody else in, they can be ripped off, the job can not be done properly.  Who will take on the responsibility?

We’re not talking about taking jobs off trade’s people; we’re talking about all the little tiny things that make all the difference between managing at home and not. That ought to be centrally funded.  Not necessarily a free service, a paid for service that you know how much it’s going to cost, somebody that you know you can trust.  

We had that service; we know it works; now where does that leave people? We still get 100’s of enquiries for that and we have to say look in Yellow Pages.

The lunch club100% want to stay in their own home.  But what I’ve heard and what I’ve experienced with my own mother with a home help, if I were to have a home help, which I may need because I have a specific condition which makes me dizzy if I stand on step ladders etc – I would want someone who can change light bulbs, hang curtains and it’s amazing - these days they are just not allowed to do things like cleaning windows, but as you get older those are precisely the sort of things you can’t do and you need someone else to do.

Or they’ll come in and they’ll say ‘Oh well we can do this but we can’t do that…’ they’re not allowed to do anything.

They’re not allowed to wash windows, they’re not allowed to go up a ladder or, you know change a light bulb or such. 

So who would you get to change a light bulb if you’re in your own home and the carers come and they can’t do it, what do you do then?
We heard of only one example where older people had access to a ‘handy man’:

We’ve got one in Ulverston. We can have half an hour.  We can have this chap for half an hour to do any jobs, lights, curtain rails, bits and pieces you can’t do yourself, that’s without charge. 

That’s good.

That’s the sort of thing, even in your own home, it’s difficult, single women on our own to try, we’re a bit dangerous with a screwdriver!!! (lots of laughter and over-talking about the dangers of them trying to do jobs)
Lifetime homes
There was a lot of support for the idea of ‘lifetime homes’

That’s what it should be [accessible ‘homes for life’] because you only need a child with a broken leg in an ordinary home and you are totally stuck.
If a house is accessible anyone can live in it and anyone can visit it.

For me the problem is visiting other people, we always have to be thinking, we can’t get into this house, we can’t get into that house…it’s so restricting socially… inevitably the toilet is upstairs; wherever we go now I take a little bedpan just in case, which is not very pleasant but that’s how things are.

A lot of these things could be incorporated so easily at planning stage.
They’ve got bungalows all been designed for wheelchairs but of course they’re like hens teeth.  I put my name down years ago, you have to be over 55 and there’s all sorts of rules and regulations. But it’s perfect, it’s close to town, the lights are at the right height, the doors are wider…. it’s all just been thought of if you are in a wheelchair.  

My wife could live there on her own. 

One group discussed that if all housing was designed to be accessible then other problems would be alleviated:

But I can’t visit neighbours or friends, I can visit one daughter who lives on the same estate because she’s put an access for me to get into, but my other daughter I have to have two wheelchairs to get into her house.  I have to get out of this one into a manual one.

But I can’t go to anybody’s toilets, once I’m there I’m stuck I have to make sure I’ve been to the toilet before I visit anyone because there’s no toilets downstairs in any of these houses.

It should be designed for a young couple going into it, where you need the prams, the buggies and the push chairs to maybe fifty years later when you need to push a wheelchair around. 
A lot of things would be applicable to any house – to have a toilet downstairs, that’s good if you’re old and it’s also good for a family with young children… they need a good layout more than anything else. 
I remember a few years ago hearing about lifetime homes.  I don’t think they’re feasible from i.e. going in when you’re 29 or something but I did think the other day when I got the information about this that when you are 45 or 50 ish, when your family has left home – you could start lifetime homes around that age.  Then the community would stay together, hopefully, until obviously you die.   I think that would be quite good. 
Downstairs bathrooms, wide hallways, there are good for families with young children and prams and pushchairs but they are good for older people too. Maybe with wheelchairs and walking frames. Some walking frames are very wide and you can’t get them down corridors and halls which is where you need them.
Transport
Accessible and reliable and flexible transport is of central importance to the well-being, life choices and independence of older people. Unfortunately not everyone was happy with the transport options in their area:
We’ve had a lot of trouble with the buses, I must say that.  They’re supposed to come every twenty minutes, well you know I’m standing there, she’s there, and the wind is blowing down West Shore Rd it’s like a wind tunnel.  Sometimes two are missing and then you’re waiting there an hour. 

Transport is one of the biggest things for not being able to stay in your own home once you get a bit frailer, you can’t drive, you haven’t got a daughter round the corner and it’s something that we’re hitting all the time that people would actually like to do some of these things to get out and about but if you’re older and frailer or a bit disabled and you can’t drive transport is the biggest thing, even more than money.

It’s just that the buses are not reliable.  Many a time you might feel a bit off colour and say you’re going to the doctors, by the time you’ve got there, you’ve got pneumonia! 

The accessible buses should be properly accessible, not just designed on a computer.
Very important to be able to get on a bus and go into town. But the buses are not quite there yet for wheelchair users. There are a few [accessible buses] that have been introduced in Cumbria but not many. Most buses in London are accessible.  We are one of the last areas that Stagecoach is putting these buses on.  

I live in the Lythe Valley which is a beautiful area but, in order to live there you have to drive as there is no transport.  Our nearest village is Crosthwaite, an active village, that’s over a mile away, so in order to get there you either have to walk or drive so you can see the problem I face.  If I can’t drive I would have to move into sheltered housing.  The neighbours here are very kind and give me lifts but it’s nice to be independent and if I do want to stay I will need a lot of extra support.

Transport and the public transport infrastructure is an extraordinarily important thing that’s not just got to be addressed for people of our age.  It’s an issue that’s got to be addressed.

You do have to have a car, it’s a necessity.

But cars will be priced out of the market by the time….

This person’s comment got a lot of support:

I also feel quite strongly, you’re all going to come down on me like a ton of bricks, but I also feel quite strongly that when you get over a certain age you ought to have another driving test. I’m sorry, I don’t care who you are, you all think you’re perfectly adequate. I’ve actually given up my car on principle because I couldn’t live with myself if I knocked a child down or something like that. You think you’re still the same but your reactions are not as good, I don’t care what anybody says.  
And this makes it even more important to have public transport.  

Everybody agreed with this comment:

Another thing is the free bus pass…. It’s a godsend. That is a good thing. 
People also commented on the fact that buses took such a long time to get anywhere because their routes where not direct but ‘meandered hither and thither’. People complained that the buses did not run in the evenings and so this barred many people from taking part in evening events.

You can’t even use the rural wheels because you have to be tucked up in bed by five o’clock!

People reported that they liked living in towns because they could walk everywhere and thus not rely on a bus service. However as this person makes clear, a car is still necessary:

We hardly use the car these days. But we live in Kendal and can walk everywhere, but you need the car for when you are going anywhere outside of Kendal. You couldn’t count on the buses. 
 A number of people also commented on making roads safer for pedestrians:

There should be more footpaths along the road to make those county roads safer and connect bits of community.  You just need one on one side.
Transport cannot be seen independently from housing needs. Better transport options would have knock on effects on people’s ability to retain their independence and well-being and move around their community.  Good transport enables people to shop for themselves, to attend hospitals and to maintain social relationships. 
Fear and isolation
I have the telly on always and I have to ring people all the time because I hate being on my own.   

Many older people reported feeling unsafe as they moved around their local environment.

I live near empty houses - the kids vandalise them and things like that.  

We’re lucky because we have a policeman and a police woman at the end of our road. 
I don’t like to be out after its dark. I like to come home and shut the door.

You hear such terrible things. Muggings and what not…it makes me rather nervous.

People also reported a real fear of falling or of hurting themselves in some way and not being able to summon help:

… I had one friend who lived down the street from me and he lived down the street from me and someone said he was in hospital.  He wasn’t in very long. When he came out I went down to see him, I said ‘what was wrong’, he said ‘I fell down the stairs’ I said ‘why the hell didn’t you ring me’, he said, ‘I couldn’t even get off the floor’ you know that weekend his daughter always went regular to see him, but she had gone on holiday.  He fell on the Saturday and someone went in on the Monday and found him.

I slipped in the bath the other day and went back...the thing is you have to be careful when you’re on your own. 
You know if you fall and break your hip…one old lady fell in her garden and was there overnight before she was found. Well she died when they got her to hospital …it was the shock.
One of my concerns is being alone at night. I don’t think that is going to get any easier.
As a result of these concerns some of the participants had joined schemes whereby they wore a 'telecare' System. But the general feeling seemed to be that these were really not very effective:
I was on one of these. Well, they put the cost up and I thought I don’t want this at this cost so I told them to stop.

My mother’s never seemed to work and no-one seems bothered and they never tested it.  We said why don’t you press the bell mum and she said well they don’t come.  It’s only when we went and tested it by going down to the office that we found out it didn’t work.
When you’re older you don’t always appreciate that batteries are running out you think you’ve got the phone there, and that it’s going to work whatever.
I wouldn’t want one of those things.

Although one group of participants could see the value of them for other older people:
They all have these Carelines, the reason being that you cannot get people to do the work.  In Grange there’s a peripatetic group of people who respond to all these things and they will come round and see people, they’ve come in and met everybody so that if they ring the bell they’ll know their face.  And also they recommend that they test it every week and so therefore they’re used to all the bells ringing and you have to wait a certain amount of time and then it comes, so they’re familiar with it if an accident does happen.  And that I think is excellent for today’s…..

Other people reported a fear of isolation. This person summed up what a lot of people said:
The trouble is you can be like that in your own home as well.  You’re in the community, as opposed to not in a residential home, but you’re not in the community at all.  You’re getting care coming in, it’s a bit like my fear about these little villages, but you might as well have bars on the window some people.  I don’t think any of us are aiming for that, yes you want to stay at home but actually you want to have access to the outside world as well.

The people we spoke to did not expect that feelings of loneliness could be overcome, especially if they had recently been bereaved. It was a reason why some people moved from a home they enjoyed living in but now felt cut off from the rest of the community, family and friends. We will be reporting in the next two sections people’s ideas for encouraging sociability.
4. Housing options for older people

In this section we report what people understood to be the options available to older people in Cumbria. We specifically look at Institutional care, sheltered housing and extra care housing schemes as well as ‘gated’ communities and villages.
Institutional care

Residential Homes

I don’t think it’s anybody’s aim to move into a residential home.  
It’s like being in a prison sometimes; being in a care home, except for that it’s carpeted.

It was very clear from what people told us that they did not want to live in a residential home. Only one person said that he wouldn’t mind living in an ‘old people’s home’. But his only concern as he got older was that no one would know he had died, and:

At least that way someone would notice. And no one would have to discover my rotting body. 
He went on to say:

I have no objection to moving into a residential home. For other people’s safety.  If I was likely to die I would have to move into a residential home or sheltered housing in order to be caught dying.
Everyone else viewed residential homes in an over-whelming negative light:

An awful lot of the homes, they put you off because they smell as soon as you go through the door and there’s no need for that in this day and age.

The majority of people in every residential home will be suffering from some form of dementia in some degree.  And with not the proper training or staff.  Young people that have no idea how to deal with people with dementia.

Every residential home has got a very significant number and they’re not given the support, they’re kept in the ordinary unit.   And they’re drugged up to the eyeballs and sit in a seat all day and they’re taken for meals, put back in their seat and then put back to bed.

I met someone on the bus who was going to visit someone in a care home….. and I said I don’t know about you Helen, but I’ll be going up and down my steps on me bum before I go in one of them places! ……..there’s all these feelings……….. will I end up being put somewhere?

I think that’s the worst in a residential home if you’ve got a mix of some that aren’t that bad and some that are, and if you’re there at meal times and you watch meal times, it’s horrendous, and anybody that was on the top end it must be awful to be around, day after day after day.

When we asked people if there was anything that could make residential homes a more positive option, one group of people told us:
To be with like people.  (Lots of agreement)
That is very important.

Because if you get the wrong person in, it can upset the whole applecart.  You’ve got to get people who you know will get on. So they could have people come and stay for two or three days, a week if they want to see if they like it and for the residents to see as well if they will fit in all right.

You need smaller lounges so that maybe half a dozen people would congregate.
…to read or something…

… so you can meet with like-minded people….

…to make it more like your own home, as close as you can get to that.

But that involves an extra layer of staff you see.  It’s all down to staff, good quality staff, and you don’t get good quality staff if you don’t pay enough because they go somewhere else.
A choice, a room where there’s always classical music, maybe smaller than this room, one with television, and a room with radio, where people can… it’s choice.

One person said:

The only type of residential home I would like would be not like any residential home I have seen. It would be more like a big ordinary home but small with lots of people who’d all have their own rooms and en suite and then there’d be communal areas but more like a hotel than a hospital.

Another person said:

There are a lot of young women with children who would quite like to have a home in exchange for looking after some people, being there, or doing a bit of shopping.  That would be my ideal – a large interesting house with an upstairs and a down, a guest house sort of thing. 

Nursing Homes

Many people said that if they had to they would go into a nursing home if they needed a high level of support and nursing care:

If I was taken really ill I suppose it would be the best place for me.

People who took part in this consultation were very clear that institutional care, be it a residential home or a nursing home was not what they wanted for themselves. There was an acknowledgement from some people that nursing homes might be necessary for people with dementia, or other high support needs, but this was not unanimous. 

If you developed dementia I suppose you’d have to go into some sort of residential care.

I think when people are in residential homes because of Alzheimer’s, communication to the family is very important.  When we used to go and visit we passed the matron’s office, and her door was always open unless she had somebody in there. I could count on one hand in the four years that my mother in law was there, the number of times, she would say good morning to us. I would have liked her to have said, ‘come in’ and she could have told us about how she was doing and give you an update.  If you didn’t have the sister on the ward, you know, you couldn’t ask the carers.

And then they have the radio on and the TV on in the same room, well it used to drive me mad sitting there.  Well I don’t know if my mother in law noticed it, but I always thought why can’t they play some sort of background music, something soothing.
I suppose if you go doolally you’d have to go into a home. If you got really bad…but that would be a nursing home. If you got taken really poorly you’d have to go in to a nursing home anyway.
It is worth noting here that when people realised that the option available through extra care sheltered housing could mean that you could stay where you were and access high levels of care without having to move to a nursing home they questioned the need for any large scale of institutions at all. 
Sheltered Housing
What is the point of sheltered housing without a warden? That’s no good.

Some participants told us that there had been sheltered housing with ‘wardens’ who were available twenty-four hours a day. During the past few years all the ‘wardens’ had gone, either to be replaced with day time ‘wardens’, some form of ‘telecare’, or by nothing. The comment above reflects what we heard from everyone.
… there was a sheltered housing system where you had a resident warden who was actually living in the area, and the old people who were in trouble, knew the warden who was going to be on duty, or the person who was taking that duty over, they knew who the holiday relief was.  There was an elderly gentleman who lost both his legs and he knew these wardens, they had the key to his flat to come and help him if he fell out of bed and he was safe and secure.  Then Barrow Borough Council changed the system and there was one series of wardens that covered the whole area, so if you happened to be in trouble on Walney, which takes forty minutes to get there and back, and this old boy falls out of bed, he’s got that time to wait until someone picks him up, and actually he died.

An accessible, resident warden that is what is needed.

The group of people we spoke to who were residents of a sheltered accommodation scheme reported that they were very satisfied with their housing:
It’s like being in your own home

Everybody’s friendly

Access is good 

It’s a great spot, it is

It’s clean, tidy and quiet

You don’t have to mix if you don’t want to

It’s like being with a second family

These flats are pretty soundproof – you don’t hear through the walls but you do hear through the ceilings

I lived on quite a main road but I was very nervous on my own.  I was very depressed after I lost my husband.  Since I’ve been here [sheltered housing] I’ve never looked back.  I like the company.  Everybody’s nice and friendly, I feel safe here – the doors are locked and nobody can get in. 
Although a couple of people strongly disagreed with this last comment:

And the other thing is, you talk about sheltered housing, you’re going to be safe in sheltered housing, there’s going to be somebody on hand at all times, and it’s not, it’s an illusion, it’s not the case.

For instance I had an operation on my foot, and I was left at the door of the flats, to go upstairs on my own being told not to put this foot on the floor because the plaster wasn’t set, so I thought well I’ll just have to go up on my bottom.  In turning round, I stumbled and my crutch went into my ribs and cracked my ribs. In the whole of that entrance hall there’s no way of getting assistance, there’s no alarm system at all.  And there’s no use shouting because there’s nobody in. So I was just left there sat at the bottom of the stairs until I got the courage to go up backwards. And I brought this to the attention of the site manager, to the chap who oversees all the sheltered housing and absolutely nothing gets done.  And this is the frustration that we have in sheltered housing.

Last year, our amenity charge which is supposed to pay for all these facilities went up from £27 a week to £45 a week, on top of our rent of £54.  Now when we complained they said the rent’s reasonable, we’re not talking about the rent we’re talking about the amenity charge. Now for that to go up by that amount in one year when you’re on a fixed income is just devastating.  

It’s supposed to pay for the secure system on the external door, for the alarm system which is a cord that you pull in any of the rooms.  If you have a fall and you can’t reach your cord, tough.

We have a daily call but supposing you were to fall midday, or after the warden’s gone home, because two days a week we’ve only got a warden on for two hours, you could be there until the next morning. 

In the scheme that I’m in, sheltered is a misnomer.

Extra Care housing
Many of the people we spoke to referred to extra care housing as sheltered housing, which suggests that there is an assumption that sheltered housing can provide care around the clock. The residents of extra care housing we spoke to however, did not like the term ‘extra care’ housing, preferring to call it retirement apartments.  

Extra care housing was certainly seen as a positive alternative to residential care:
I think it’s a better alternative than going into care. I mean, how many care homes do you go into where you see them all there sitting glued to the television and they’re all like zombies.

As an alternative to nursing care it would be worth thinking about but you’ve got to be pretty poorly to go to a nursing home.
It was also apparent that any scheme was only as good as the people providing the care:

It’s down to reliability and standard of the care that is available.
Ideally you would have a team of carers within a particular establishment, that means they would get to know their clients and the management would be able to overlook it.
It’s continuity of care as well, isn’t it? 

There is going to be a need for places like that for some people, and in that case sheltered housing should be in the community from which they draw their people rather than miles away.
There was a lot of agreement that there is a prevailing assumption that as you get older you need less space. Some people strongly disagreed with this:

I think the McCarthy and Stone ones, which are private, are lovely.  They have a very nice lounge, they have their own front doors, they have like two bedrooms, I think two is the maximum….

There is only two, I think they made a mistake there, thirty-one flats and only five with two bedrooms.

I think when people are older and they want to move because of various reasons, it doesn’t mean they want to live in a box.  My mother in law was the first in so she had the two bed roomed and that was fine.  But the one bedroom…

I think they need to be a little bit larger, they’re a little bit too small (lots of agreement).  Because the second bedroom can be used as a hobby room you see where they would be able to keep a hobby going perhaps.  

It’s very hard to come down from a big house. 

I think …. our architects when they are building for older people, should do as they do on the continent and always include a balcony.  Because I think if older people are giving up their gardens, if they have a balcony they can put a few pots, and open the doors…
…and they can sit out…
Exactly, and I think that’s so important.  

Really the architects should be asking older people what we want. We want space for family to stay – it’s rare they live close nowadays…

I don’t want a shoe box.


And the stairs are a psychological barrier actually for me, to go downstairs.  You know when I was in my own home I would take my coffee out and sit in the garden.  By the time you’ve made your coffee you’ve gone out, you’ve locked your door, you’ve gone downstairs, you’ve gone out, and you get to your seat and you think what on earth am I doing with a cold cup of coffee and it is a psychological barrier so you tend to remain in your own flat which is not good.


One of the residents even offered to pay to have a stair lift put in and South Lakes Housing wouldn’t allow that because they said when she dies South Lakes would be responsible for the upkeep and they wouldn’t take it on.  But when I went to put my name down for a bungalow just the other week, one of the questions that was asked was ‘What is there about your flat that would entice someone to exchange, have you got a stair-lift?’ I mean there’s no joined up thinking there, not at all.
Older people’s communities/villages

There was very mixed feelings amongst participants over communities specifically designed for older people; some people felt that it would feel far safer and more secure if it was only for older people:
Can’t we have those gated things that they have in America? Where they have a shop and a leisure centre and everything!
I felt that one of the reasons that we didn’t have a lot of crime until very recently, was the fact that we didn’t have teenagers living there, they weren’t bringing their mates, in fact you were supposed to be over fifty to live there.  Of course, you could have your grandchildren staying with you if you liked for a time.  That suited me perfectly.  It did make it safer, we were able to look around and say: “What’s that seventeen year old doing, do you know who he belongs to?” and you weren’t constantly disturbed by kids kicking balls against your window and so on.

Social housing needs to have social facilities to go with it – shops, post office, you know a community centre plus your usual clubs, bowling which is thought of as a bit of an old people’s sport.  We need facilities in the community. 

I’d much prefer for it not to be mixed – I would prefer older people.  I get really fed up with … kids!  

Whilst others thought:
A gated community is the last thing that I’d want.  It would destroy the social fabric in an age sense. 
It would be a ghetto!
The problem is if you get a lot of elderly…I mean all elderly people, one can’t help the other because they’re all wanting help. But if you have a mixture of ages you find out that the younger ones, you know, they’ll say: ‘I’ll do that for you’ and you do get a bit of help. 

In housing developments, a central part of it should be shops.

Only old people could be a difficulty though because then you just get this mass of old couples… While I don’t necessarily want kids playing football outside my front door, I do want to be able to look out my window and see people pushing prams.
If you had young people coming in so that the young people could come and interact with the older people you would keep both of them interested.

I don’t think we have to be totally cut off.  This is something where we could get totally cut off from society as a whole.  I think that is something that really would have to be very carefully thought out. 

This idea below was very popular with the rest of this discussion group:

What I’d like ideally would be a nice large old fashioned house with a big garden with lots of people but not necessarily all the same aged people because I like a mix of ages.
Oh yes, so do I.
Are you all agreed on that?
Oh yes, that’s the disadvantage of sheltered accommodation.

It was quite clear from what people said, that older people’s communities, in whatever form they might take were viewed favourably by a lot of the residents. Some thought that communities of people over a certain age were a good way of ensuring that older people were safe from teenagers and young people. Others preferred the idea of communities of people of all ages. …
5. Well-being 
Promoting well-being, choice and independence can help older people to continue living a meaningful life. Housing schemes can play an important role in advancing this. Some of the people we talked to said:

It’s all about attitude – how old you feel.

I have got masses of stuff stored up for when I can’t do my garden anymore, there are lots of things I want to make, so I’ve got oodles and oodles of fabrics and knitting wool and sewing machines and stuff so that when I can’t get outdoors I can still be productive and do things I like doing. 

I don’t believe in the split between the mind and the body.  There are lots of things that we can do in terms of our lifestyle to actually improve our life and our chances.

But not everyone agreed that it was just about ‘having the right attitude’:
I’m sorry I can’t agree with that at all. People who say that, I’m sorry, it’s just a rosy glow is that.  Until you’ve dealt with Alzheimer’s in your family, you don’t understand it and it takes anybody and you can’t pick and choose who it’s going to be.  

If my feet go, that’s me finished.  

The people we talked to reported several key areas which they felt can contribute to feelings of well-being in older people.
A community life

For older people to maintain a sense of well-being it is important that they feel they are a valued part of the community in which they live. As we have reported earlier, many older people felt that the community as they knew it was changing and that it was more difficult to maintain a sense of being part of a wider community:

The young don’t really have much to do with the old anymore, so you have this division in society where you are looked on, especially if you’ve got white hair….

However feeling that you are a valued member of your neighbourhood can be promoted and fostered through different schemes and programmes: 
I take part in ‘Building Bridges’ at Age Concern, I tell the children, don’t listen to your music too loud. Hearing impairment – it’s a terrible thing.

One good thing about it is, when you first go into a school, you go in and the kids are all a bit, you know, but when you’ve been a bit they come running up to you and give you a hug.

One of the initiatives they had that had helped both youth and older people was that they got older people to talk about certain things, whether it was about beekeeping or whatever, there was actually a policy to try and get young people and older people to meet and it sounded like a very good idea.

I taught at a school in Nottingham.  There was a block of old people’s flats not far from the school gates and the children were tormenting these old people, ringing bells and shouting, putting things on the stairs and behaving very badly…. So the headmistress who was an absolute demon woman suggested that some of the children in the infant school should wash their hands, come to school nice and clean (it was a very very very poor school) come to school, make cakes on Thursdays then we could have tea parties and invite people from the old peoples homes to come and have tea.  It went down a storm!  The children loved putting an apron on and taking cakes round. The annoyance the children had been causing ceased absolutely…. they knew each other’s names.

It’s very easy to hate somebody if you don’t know them, if you don’t know anything about them.  You can be indoctrinated so easily but once you meet someone it changes.  I think ideally this is what we’re looking for if there is sheltered accommodation there should be mixing with younger people.

It’s good at Christmas, we get invited to the schools, don’t we?

They come round with Christmas presents and parcels… then they give us the invitation to come up and they give us a night of entertainment.

Friendship and social interaction

Linked to the idea of being a valued member of your local community is the idea of friendship and social interaction. Some older people have found this through becoming members of local groups:

Many are people on their own, particularly widows.  And there is a sort of, oh well let’s go and do this.  One little group from the reading club that I go to, said everything goes on in the week, which is true, so they set up their own little luncheon group, but because they’d actually come together in the library reading group.
I joined our forum. It is very interesting and a good way to socialise with other like minded people. It always cheers me up.
My friend takes me to bingo, if we’ve won anything she shares it out.  It keeps her going.

There are a lot of churches that do this sort of thing don’t they, put on lunches for older people. And I think maybe they could, I think they do get a bit of help with certain, you know buying cookers and you know things that they need to set this sort of thing up.
I help with a “Heat, Eat, Meet and Great Thursday Lunch”, being run by a local Reverend, aiming to have 175 people in a warm place for three hours. Using someone else’s heat and light, getting a good meal.  It is being supported by Age Concern and Cumbria PCT – We want to see more things like this.

 It was also said that different types of housing for older people could offer friendship to people:

I think its good [sheltered housing], because his sister is in this one in town and they go on coaches and all sorts, and they’re in their 80’s you know!  They have bingo of a night in the hall, they have entertainment that comes in.  
At least you wouldn’t be on your own in a home. Instant friends if you want them in ‘Gods waiting room’.
One woman described her ‘set up’ as being perfect for her and her sister. Friendly and sociable without ‘being on top of each other’:
What I like about where I live it that it’s light and sunny, you can see a long way, you know you’re not enclosed in any way.  I share with my younger sister, she’s eight years younger than me. We live separately – I’ve got my little bit, she’s got her little bit, but we meet in the kitchen and we’ve got the dining room in between like a cordon sanitaire!  We have quite different tastes really. Luckily she doesn’t like gardening and I do, so I have the garden you see.   There isn’t really an obvious place for disagreements to arise really.  It’s an ideal way to live, I think, when you’re older because you know that someone’s there and yet you’ve got your privacy.  And because we share the kitchen we can always share ideas about current television programmes or what’s on the radio.  It’s a very nice way to live as far as I’m concerned.  
Another respondent said:
I cannot come to any of the meetings but I strongly favour cohousing for all ages. Since the age of 30 I have wished that such schemes existed for all age groups - not just sheltered schemes. So many people now live alone. I think developers have not woken up to a potential market though I admit that deep-seated English individualism would mean careful design and promotion of such schemes.  I think they would reduce the demand for social workers, counselors, therapists etc.

Design, location and layout

The design, layout and location of housing for older people all impact on the well being of the people living there. The older people said that housing with care would have to be carefully designed so that people ‘could get to the shops’. 

It would be no good designing these lovely homes for people with all things in mind for older people and then sticking them away so they couldn’t get to the shops and what not.
As we have seen, housing with care should not, in the view of older people, mean small and cramped housing. 

I was in a one bedroom ground floor flat.  I have got two grandchildren and they wanted to come and stay, so I waited eight years for this bungalow and I’ve got two bedrooms now and as I say, a massive big living room – it’s brilliant! 
And it is important for residents’ well-being that many other amenities are within easy access.
I don’t want to have to get a taxi to the hairdressers and another to the doctors and hospital. They should be located in the middle of town. 

As the fear of isolation and loneliness was a worry for many people as they got older, the layout of extra care housing, residential homes, sheltered housing and retirement communities/villages was seen to be important as it could aid sociability or hinder it. 

You want small areas where you can sit, just with another person and have a chat.

In one group older people discussed having sculpture on loan with seats nearby so ‘people could get talking about it’.
Person centred support

People reported concern over the level and quality of care and support that some older people received in Cumbria. This person reports both good and bad examples given to the same person in different care services:

I think she was suffering from clinical depression because there was no interaction between the residents and the staff at all and my mother was a gregarious person...who has been very much the hub of her community and she was just left to it.   I have to say this time last year we didn’t think she’d still be with us, she was very ill and was then assessed as needing nursing home care and is now in Cartmel Grange where the level of care is wonderful.  You see that interaction and care that you hoped there might have been when she was in other parts of the system. 
A caring relationship

It’s relationships and it’s commitment, and it’s not just having the agencies to provide that care, it’s ensuring  that they are the right sort and that they are actually constantly managed and overlooked.
It’s not only physical facilities, it’s the attitude of the managers, the spiritual needs, it seems to me in so many cases there is a dehumanising of elderly people.  They take away their hobbies, they want them to sit in front of the television and keep them quiet and keep everything neat and tidy. 

I think perhaps they have to understand too that although these people are suffering from dementia, they are still human beings.  You I hate this thing when nurses come in and say “how are we today” you know why, I’m fine but I can’t speak for you, why can’t they just say “Good Morning Mrs Watson, how are you today?”.

This person had spoken to other older people before she came to our consultation event. She reports:

I’ve talked to my age concern lunch club so I could bring views from others, not just my own and I’ve heard it so often about hospitals and care homes: that people with Parkinson’s and similar are left and the food and drink is there but their ability to actually reach it is limited.

Other people talk of their experiences:

I have worked in residential homes and nursing homes. I am a nurse, and I agree it’s partly to do with training but it’s partly to do with the individual carer and how much they do care. And I’ve seen bad things as well and that also comes from the top, because the top person should be making sure that these staff are doing what they say.  

There are some really good parts to care services but it all comes down to individuality and it comes from the top. 
When I worked in education we used to do individual plans for individual children, especially for children with special needs but then it was down to the individual who was delivering that plan... in my experience with my mother’s annual review, all the things that sounded great and all that they would do with her actually the difference between what they did and what was on that piece of paper was enormous. 

All the wants and needs should be in a file so that if a carer comes to do a job, they pick the file up and they can see.

Time needs to be allowed for them to read the files. 

Not just about language but about communication. Empathy. You do get some people who really are committed but you get some people who are not. It shouldn’t come down to luck, whether you get good care or not.
Appendix 1: Semi Structured Interview Schedule

DRAFT

Semi-structured interview schedule to use with participants in focus groups or one to one discussions.

This consultation is independent from the Cumbria County Council and the Primary Care Trust. It is being run by Shaping Our Lives. Shaping Our Lives is a service user controlled organisation that has a track record of undertaking independent user led and user controlled consultations, research and evaluation.

This consultation will rigorously seek to abide by principles of total anonymity and strict confidence. By this it is meant that whatever you may say to us will not be attributed to you personally in any way. Everything you say will be treated in complete confidence. Absolutely no names will be used and we will seek to ensure that nothing anybody says could ever be traced to them. We will not mention to anyone what you have individually said. If there are any questions you would like to raise about this we will be happy to discuss them. If you would be happy for your name to be used we can discuss this too.

We are undertaking this consultation using a semi-structured interview schedule and undertaking a small series of individual interviews and group discussions.  Cumbria County Council and the Primary Care Trust want to find out from these discussions what kind of care and what kind of services people might want in the future. They are particularly keen to anticipate what demand there might be for ‘extra care sheltered housing’ as an alternative to residential care. 

The questions we are looking at today require a little bit more than just a ‘Yes’ or ‘No’ answer. They are designed hopefully as a way of getting us all to think about our future; what kind of support services we might wish to use and what kind of place we might like to live in. 

1. Can you please tell us what you like about where you live at the moment?

Encourage participants to volunteer info. But cover:

· location (near shops, G.P’s, post office, cinema etc.)

· neighbours

· length of time lived there

· size of home

· comfort/decoration

· garden/view

· room for family to visit

plus giving participants a real opportunity to discuss anything else that comes up

2. Can you please tell us if you have thought at all about where you might like to live in ten to twenty years time?

Encourage participants to volunteer info. But cover: 

a) where they live now

b) nearer family

c) better location (Better? In what sense)

d) downsize home

e) sheltered accommodation 

f) residential home 

plus giving participants a real opportunity to discuss anything else that comes up

3. If participants say a, b, c and/or d above
    go on to ask:

What would enable you to do this?

What kind of support might you need to do any of these options?

Encourage participants to be as creative as possible in their discussions, but cover

· Accessible transport

· Domiciliary care/home care

· Home-help

· Friends and/or family

· Internet shopping

· Shop mobility or own buggy/scooter

· District nurse

 4. Do you think there will be any advantages to moving to sheltered accommodation? If so, can you please tell us what you think they might be?

Encourage participants to volunteer info. But cover:

· homely/friendly feel

· access to nursing care

· access to other medical facilities

· access to other people – not isolated

· Someone to check you’re OK

· Someone to call in case of an emergency

· Organised entertainment

5. If you were designing residential accommodation what could it offer people to make it attractive? Is there anything that would make you want to move there? If so, can you please tell us what you think that might be?

6. Do you think there will be any advantages to moving to residential accommodation? If so, can you please tell me what you think they might be?

Cover:

Any concerns?

How could concerns be resolved or avoided?

7. Can you think of any services that you would like Cumbria County Council/PCT to offer older people that, as far as you know, it does not at the moment?

8. Is there anything else you would like to say to us about supporting older people in Cumbria?

9. Is there anything that you would like to tell us about how and where you want to live that we have not talked about?

10. Is there anything else you would like us to cover in the report of these discussions?

Thank you very much for your time. A report will be written which will include what people have told us during this consultation. If you would like a copy of that report please contact……

This questionnaire and the report can be made available in different formats…
Appendix 2: People We Spoke To
Shaping Our Lives

Cumbria Housing Consultation for Cumbria County Council and the Primary Care Trust

Profile Monitoring 

Total number of people consulted

· Group discussions and individuals
73 

· Groups of residents at existing 


Sheltered Housing schemes

9 (Jenkins Crag, Kendal and Frizington where 2 non-residents also attended)

	
	
	Locations



	
	
	Barrow
	Kendal
	Carlisle
	Grange
	Work-ington
	Keswick
	Individual
	Jenkins Crag
	Frizington

	
	Totals
	15


	13
	4
	9
	5
	4
	12

** + 2 to follow
	6
	5



	Current Housing
	(one person at Barrow ticked own home with no support and own home with informal support)

	Own home (rented or private) no support 
	47
	11
	11
	3
	8
	4
	3
	10
	
	2

	Own home with informal support
	5
	2
	1
	
	
	1
	
	1
	
	

	Own home with formal support
	1
	
	
	1
	
	
	
	
	
	

	Separate rooms in relative’s house
	1
	
	
	
	
	
	1
	
	
	

	Sheltered housing
	4
	
	
	
	1
	
	
	
	
	3

	Extra care sheltered housing
	6
	
	
	
	
	
	
	
	6
	

	Housing Association
	1
	
	
	
	
	
	
	1
	
	

	Other / not declared
	4
	3
	1
	
	
	
	
	
	
	

	

	Currently Live
	

	On own
	32
	7
	6
	2
	6
	1
	
	4
	5
	3

	With partner
	31
	5
	6
	2
	3
	4
	3
	7
	1
	2

	With other family member
	1
	
	
	
	
	
	1
	
	
	

	Not declared / unknown
	4
	3
	1
	
	
	
	
	1
	
	

	

	Family nearby
	

	Yes
	38
	6
	6
	3
	3
	3
	3
	8
	6
	4

	No
	26
	6
	7
	1
	6
	2
	1
	4
	
	

	Not declared / unknown
	4
	3
	
	
	
	
	
	
	
	1

	

	Disabled
	

	Yes
	15
	5
	3
	1
	
	1
	
	4
	2
	

	No
	48
	7
	10
	3
	9
	4
	4
	6
	4
	5

	Partially sighted
	1
	
	
	
	
	
	
	1
	
	

	Not declared / unknown
	4
	3
	
	
	
	
	
	1
	
	

	

	Age
	

	50-59
	7
	
	1
	1
	
	
	
	4
	2
	1

	60-69
	30
	5
	7
	1
	5
	5
	2
	6
	1
	1

	70-79
	16
	5
	1
	1
	4
	
	1
	
	2
	2

	80-89
	9
	1
	3
	
	
	
	1
	2
	1
	1

	90-99
	2
	1
	1
	
	
	
	
	
	
	

	Not declared / unknown
	4
	3
	
	1
	
	
	
	
	
	

	

	Gender
	
	

	Female
	47
	10
	8
	3
	9
	4
	3
	6
	3
	5

	Male
	20
	5
	4
	1
	
	1
	1
	6
	3
	

	Transgender
	1
	
	1
	
	
	
	
	
	
	

	

	Marital status
	

	Single
	30
	7
	6
	2
	3
	1
	1
	5
	5
	3

	Married
	34
	5
	7
	2
	6
	4
	3
	6
	1
	2

	Not declared / unknown
	4
	3
	
	
	
	
	
	1
	
	

	

	Work situation
	Several people ticked more than one box

	Retired
	51
	10
	9
	3
	9
	4
	2
	7
	6
	3

	Employed full time
	6
	
	2
	1
	
	
	1
	1
	
	1

	Employed part time
	6
	1
	2
	
	
	1
	1
	
	
	1

	Voluntary work
	12
	2
	5
	1
	
	1
	2
	1
	
	

	Self-employed
	2
	
	1
	
	
	
	
	2
	
	

	Redundant
	1
	
	
	
	
	
	
	1
	
	

	Undeclared / unknown
	3
	3
	
	
	
	
	
	1
	
	

	

	Religion
	

	Non-religious
	12
	3
	3
	
	
	2
	1
	2
	1
	1

	Christian
	43
	8
	6
	2
	9
	3
	2
	6
	5
	4

	Buddhist
	1
	
	1
	
	
	
	
	
	
	

	Humanist
	1
	
	1
	
	
	
	
	
	
	

	Quaker
	1
	
	1
	
	
	
	
	
	
	

	Anarchist 
	1
	
	1
	
	
	
	
	
	
	

	Non-committed Christian
	1
	
	
	
	
	
	1
	
	
	

	Christian Presbyterian
	1
	1
	
	
	
	
	
	
	
	

	Catholic 
	1
	
	
	
	
	
	
	1
	
	

	Not declared / unknown
	6
	3
	
	2
	
	
	
	3
	
	

	

	Ethnicity
	

	White British
	54
	8
	9
	4
	9
	5
	4
	9
	6
	5

	White
	2
	
	1
	
	
	
	
	1
	
	

	White Irish
	1
	1
	
	
	
	
	
	
	
	

	White Scottish
	1
	1
	
	
	
	
	
	
	
	

	White Anglo Saxon
	1
	
	
	
	
	
	
	1
	
	

	British
	3
	1
	2
	
	
	
	
	
	
	

	Person
	1
	1
	
	
	
	
	
	
	
	

	Not declared
	5
	3
	1
	
	
	
	
	1
	
	

	

	Sexuality
	

	Heterosexual
	49
	9
	10
	3
	9
	3
	3
	6
	4
	5

	Bisexual
	1
	
	
	
	
	
	1
	
	
	

	Not declared / unknown
	18
	6
	3
	1
	
	2
	
	6
	2
	


CUMBRIA HOUSING CONSULTATION

Participant Profile Form

As part of the consultation process we would like to make sure that we have consulted a range of people throughout Cumbria.  We would be grateful if you could complete this form so that we know a bit about the people who take part.  The information you provide is anonymous. 

Please feel free to leave out any questions that you prefer not to answer.  If you would like help in completing the form, please let us know.

1a. What area of Cumbria do you live in?

	


  b. Do you live in a main town, a village or a rural area?

	


2.  Current type of housing
3.  Who do you live with 

Do you currently live in:




Do you currently:

	Own home with no support
	
	
	Live on own
	

	Own home with informal support 
e.g. family, friends, neighbours
	
	
	Live with husband/wife/partner
	

	
	
	
	Live with other family member
	

	Own home with further support e.g. 

home help, meals on wheels etc.
	
	
	Live with non family member
	

	
	
	
	Other (please state)


	

	Sheltered housing
	
	
	
	

	Extra care sheltered housing
	
	
	
	

	Other (please state)


	
	
	
	


4. Do you have other family members living nearby  

YES / NO
5. Do you consider yourself to be disabled



YES / NO

6. Age

7. Marital Status

Are you:




      Are you:

	50-59
	
	80-89
	
	
	Married
	

	60-69
	
	90-99
	
	
	Single (inc divorced or

widowed)
	

	70-79
	
	100+
	
	
	
	

	
	
	
	
	
	Other (please state)


	


8. Employment


     
      9.  Religion / belief

Are you: 



              Are you:


	Retired
	
	
	Christian         
	

	Employed full time
	
	
	Jewish
	

	Employed part time
	
	
	Hindu
	

	Engaged in voluntary work
	
	
	Buddhist
	

	Other (please state)
	
	
	Sikh
	

	
	
	
	Muslim
	

	
	
	
	Non-religious
	

	
	
	
	Other (please state)


	


10.  Ethnicity

What ethnic group do you belong to?

e.g. White British, White Irish, Asian, Asian British etc. 

	


11.  Gender     



      12.  Sexuality

        

Are you: 




      Are you:

                 


	Male 
	
	
	Heterosexual
	

	Female
	
	
	Lesbian
	

	Transgender
	
	
	Gay
	

	
	
	
	Bisexual
	


Thank you for taking the time to complete this form.
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