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1 Executive Summary

This report forms part of a local outreach project: Community Care and Social Engagement
for Older People, conducted in 2011 and funded by Community University Engagement East
(CUE East) with the help of the School of History, University of East Anglia (UEA). The aim of
the project was two-fold: first to enhance the understanding of community care and social
engagement for older people living at home in Norfolk by collecting their ‘voices’ and those
of their care providers; secondly, to promote awareness of the problems and options
surrounding this issue locally, engaging with the general public as well as with UEA
researchers and students.

This qualitative research report represents varied first-hand experiences of social
engagement and community care for older people, particularly the informal and voluntary
sector, through interviews with them, informal carers, volunteers and paid providers.
Altogether, twenty in-depth interviews were carried out by the author between February and
May 2011. The main aim of this report is to provide robust empirical evidence, which can
help inform ‘positive’ policy to enhance services for older people in Norfolk and their quality
of life despite the challenging circumstances facing us.

1.1 Key findings

One overarching finding to emerge from the research is the significant role and contribution
made by older people themselves, including the frail or disabled. They, as formal volunteers
and/or in a more informal way as carers or assisting friends and neighbours, provide regular
and essential support to older people in need, and without this, many older people could not
remain at home or would lose ‘social engagement’ opportunities, both vital for a happy and
independent old age. This challenges assumptions which tend to see older people as
‘dependent burdens’ on society and lament declining public participation and mutual help in
the context of the ‘Big Society’ discourse. Nonetheless, this finding resonates with the
Norfolk Older People’s Strategic Partnership Board report, proposing to ‘recognise older
people as valued contributors to society’ and ‘develop activities for older people according to
need’ (NOPSPB, 2010).

Other key findings have been divided into three main themes arising from the research:
social engagement, informal carers and older volunteers.

‘Social engagement’ findings:

-

A Norfolk offers hundreds of social groups and activities enabling social engagement, but
most older potential participants are too vulnerable to access these by themselves.
Fortunately, encouragement and practical support by third parties - whether formally or
informally - make a difference and are in place.

A Yet ‘formal’ support is not comprehensive, but focusses only upon the existing NHS
patients and Social Services clients most in need, excluding the large minority of those in
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moderate need and still unknown numbers of ‘hidden’ older people who are isolated
and often frail or disabled.

Good practice is seen in the role of publicly-subsidised voluntary sector coordinators
who help isolated older people referred from the NHS, Social Services, local GPs,
voluntary and community groups, churches, friends and families, reflecting good
collaboration across all sectors and often a more holistic approach beyond public health
and social care systems.

All respondents noted positive outcomes from involvement in a social group or activity.
These include ‘getting out’ of the house; meeting people; making friends; regaining
confidence; overcoming problems; engagement with activities and continuity with past
interests; feelings of usefulness and fulfilment; and allowing carers a break or social life.

Norfolk’s new schemes, such as pub socials and inter-generational programmes, reflect
older people’s needs and wishes and also address mutual benefits and cost-effectiveness
and so offer sustainability and feasibility.

Interestingly, experienced social group providers generally expressed a preference for
more ‘specialised’ groups consisting of older people with specific needs, emphasising the
value of solidarity and harmony. This seemingly contradicts the recent policy focus upon
‘integration’, opening up membership to the general public and visitors.

Most social groups are run by charities and rely heavily upon private resources and
volunteers. They are generally seen as more cost-effective and open and perhaps also
more humane, user-led and ‘relaxed’, compared with ‘top-down’ and more ‘exclusive’
Social Services counterparts.

Yet, social groups are in fact often dependent on public resources, such as subsidised
transport and commissioned services for publicly-funded clients. But they are likely to
face significant funding reductions, and existing older members express great fears over
the consequences.

‘Informal carers’ findings:

-

A

The role and contribution of informal carers is extensive in Norfolk, as it is nationally.
Almost all older people in need receive informal support from family, neighbours and
friends, who are often themselves elderly and getting frail.

The importance of support for carers in all levels has been acknowledged in Norfolk, as
elsewhere, and various services to assist them and the cared-for have been developed
across the County. These include emergency support - the ‘In My Place’ card, Carers
Groups, and day centres and social activities for cared-for people.

But more personalised services, such as home care and the respite service, to ease
everyday burdens on full-time carers, are means-tested and expensive and so only those
living alone and most in need are actually helped. The large minority of the ‘squeezed
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middle’ households are excluded and cannot afford to pay privately, and so they simply
continue to provide care by themselves, with some carers in or near crisis.

A The current approach actually penalises such ‘devoted’ family carers, in that the more
care they provide, the less public support is given, compounded by further cuts in public
provision and subsequent still stricter rationing.

A Another obstacle to access to ‘extra’ family care is associated with a strong sense of
familial obligations and responsibilities and also the preference for family care by carers
and the cared-for alike, even though carers’ health and well-being are compromised.

A The recent ‘personalisation agenda’, which aims to give more control and choice to
carers and the cared-for with ‘personal budgets’, is not welcomed by some carers looking
after mentally-ill older relatives because they have little time and energy to spare.

‘Ol der wolfumtde enrg s

A Older volunteers, including the frail or disabled, or informal carers looking after frail
relatives, are prevalent in Norfolk, as nationally. Typically they help older people in need
in lunch clubs, day centres and various social activities.

A Typically older volunteers are motivated by a desire to help people in need or to
contribute to society, and all noted positive outcomes which help them to remain
committed and willing to volunteer.

A But many charities struggle to find new, particularly ‘young old’, volunteers and to
maintain an adequate number of volunteers. As a result, some have been closed, while
others are still fortunate to have public money and paid staff to compensate for the
shortages.

A The main obstacle to volunteering is the lack of time. Others include the lack of guidance
and people’s interest; increased bureaucracy, CRB checks and associated costs.

A Longer-serving volunteers emphasise the ‘mutual’ benefits through volunteering and the
importance of recognising the need in society through their own eyes to ‘nudge’ people
to participate.

1.2 Recommendations

A number of actions for consideration have been identified to address the issues and
problems raised in this report. These are presented under three sets of recommendations.

‘Social engagement’ recommendations:

A Increase public resources for the voluntary sector outreach social activities coordinators
who help ‘left-out’ vulnerable and isolated older people lacking practical support -
whether formal or informal- to access to a social activity.
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A Continue to develop successful ‘mutual benefits’ and more ‘user-led’ models, such as
pub socials and inter-generational work to boost membership and ensure sustainability.

A Caution about adopting an ‘integration’ approach, opening up to the general public and
visitors, as this may not be appropriate for everyone.

A Make sure to involve older people in planning and developing social programmes to
reflect their changing and varied needs and wishes and also to retain them.

A Ensure that there is adequate public funding for charities further to develop social
groups to compensate for the loss of publicly-run groups and to meet an ageing
population profile.

A Make sure that subsidised transport and support for smaller and specialised groups are
guaranteed to support the needs of the most disadvantaged members.

“ | nf oarems)eetomntendations:

A Develop ‘means’ to deliver information for carers in an appropriate and timely manner,
perhaps using personal contacts rather than printed text or automated telephone
advice.

A Increase subsidised services, particularly respite care, for people disqualified from public
provision.

A Consider creating the possibility of opting-out of ‘personal budgets’, or alternatively
developing an accessible and non-time-consuming personal budgets planner tool, with
comprehensive lists of services and details of their price.

A Ensure that there are more breaks, leisure activities and ‘sharing experiences’
opportunities for carers, along with support for ‘hidden’ carers who perhaps
underestimate their caring responsibilities.

“ Vwon t e erecommgndations:
Learn and share best practice in the recruitment and management of volunteers.

Increase public funding to have paid staff to compensate for the lack or shortages of
volunteers.

A Consider where cost efficiencies can be made without affecting, or at least minimising
disruption to, service users

A Make certain that there is adequate support for volunteers to maintain and enhance
their participation.

A Consider whether certain barriers to volunteering can be reduced to boost the numbers
of volunteers and hours of volunteering among existing volunteers.
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2 Introduction and Methods
2.1 Background

This research built on a previous local outreach project: Sustainable Long-Term Care for Older
People, conducted in 2010 and funded by Community University Engagement East (CUE East),
with the help of the School of History, University of East Anglia (UEA). The project
investigated experiences of ‘person-centred care’ through in-depth interviews with care
home residents and staff across East Anglia, and involved both local people and UEA
researchers and students at all stages. While positive experiences among better-off residents
were found, many poorer and dependent residents lacked the information, support or advice
suggested by this model. The findings were disseminated through public presentations and
meetings and publications. The project greatly helped to enhance the understanding of
residential care for older people locally and to promote community-UEA engagement in this
critical social policy area.

The new project: Community Care and Social Engagement for Older People, funded by CUE
East and the School of History, UEA, extended this approach to experiences of community
care and social engagement for older people living at home in Norfolk by collecting their
views and those of care providers - i.e. informal carers, volunteers and paid staff - through
in-depth interviews. UEA student volunteers were involved as action researchers, and good
practice identified was fed into engagement activities and one-to-one befriending for
isolated older people in the County. The findings were shared through public talks and
meetings, open events and school visits, engaging with both the local community and UEA.
As in the previous project, this research recognised the value of the often-neglected ‘voices’
of older people and carers and ensured that these reach a wider, possibly more influential
audience.

This report forms part of the new project and describes the findings from twenty in-depth
interviews with older people and care providers in Norfolk, conducted by the author
between February and May 2011. The overall aim of this report was to provide robust
empirical evidence which can help inform ‘positive’ policy and service developments in a
challenging period of economic difficulties and population ageing.

Three main themes are identified from the data and are presented in separate sections. The
first focuses upon the experiences of social engagement for older people living at home,
exploring the impact of social engagement on older people’s well-being and lives, and the
possibilities for enhancing their social engagement. The experiences of informal carers for
frail older people are then examined, and finally the experiences of older volunteers helping
older people in need are discussed. An overarching theme to emerge in the study concerns
the implications of the ‘Big Society’ vision and public spending cuts.

2.2 Aims and objectives

The research had two main aims: first to advance understanding of community care and
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social engagement for older people living at home in Norfolk by providing robust empirical
evidence; secondly to promote awareness of the problems and options surrounding this
issue locally, engaging with the general public as well as with UEA researchers and students.

The objectives were:

A To explore older people’s experiences of social engagement and the impact of social
engagement on their well-being and lives

A To examine the role and contribution of informal carers and volunteers in the context of
the ‘Big Society’

A To identify good practice and challenges, and to contribute to ‘positive’ policy and service
developments

A To promote interactions between UEA and the local community in this critical policy area
2.3 Methodology

Considering the exploratory nature of the research, a qualitative approach was adopted as
the major technique for data collection. Thus, people’s experiences and views were explored
through twenty semi-structured interviews with older people and their carers across Norfolk
between February and May 2011.

Given time and capacity constraints, a purposive sampling approach (sampling with
particular predefined groups in mind) was applied to select informants. The target
population was:

1. Older people aged 65 or more, who lived at home, had some physical or mental health
problems, and were regular participants in some organised social activity

2. Informal carers of frail or disabled older relatives
3. Providers - volunteers and paid workers - of social activity

Contact with prospective informants was facilitated by leaders of project partners in Norfolk,
i.e. community groups, carers’ agencies and voluntary organisations providing regular social
activities for mainly, but not exclusively, older people and/or their informal carers. A total of
twenty-two people - fourteen older people aged between 65 and 88, two informal carers and
six paid care providers - participated in the interviews. There were five men and seventeen
women with varying family and financial backgrounds, reflecting their assumed differences
of experiences and expectations. In terms of ethnicity, although British society increasingly
features ethnic diversity, only ‘white’ British people were interviewed in the study, reflecting
Norfolk’s predominance of white populations (98.5%, 2001) and also the characteristics of
project partners whose members, volunteers and staff were mostly white British. Some
informants occupied more than one role (i.e. six older members, two informal carers and two
paid staff were also volunteers), providing interesting insights in the study and challenging
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assumptions of older people often viewed as ‘dependant burdens’. Similarly, interviews with
both care recipients and providers helped triangulate the views expressed by each group and
also represent wider experiences and views.

The interviews took place in different venues, some conducted in the participants’ homes
and some during social activity in a public place such as a day centre or a community hall.
The interviews ranged between 15 minutes and 62 minutes in duration, averaging 33
minutes. The variation reflected a responsive approach to the needs of the interviewees, for
example interviews with frail older people tended to be shorter than those with staff. Each
interview was tape-recorded with informants’ consent beforehand, and was fully transcribed,
with names and personal details anonymised and pseudonyms assigned.

Interview schedules were developed prior to the interviews being conducted. Two sets were
prepared for older people and care providers. Each was constructed to explore older people’s
experiences and views of current care arrangements and social engagement; influences of
social engagement on older people’s well-being; opinions of adult social care policies (e.g.
the means-tested approach and ‘personalisation agenda’), public spending cuts, and the ‘Big
Society’ vision. Also included were more structured questions to collect basic and supportive
data about the subject’s personal profile, family background, career history, living
arrangements, health conditions, care needs, financial status, social contacts and life
satisfaction.

Analysis of the interview data was undertaken through content and comparative analysis.
Informants’ experiences and views were analysed through various axes: personal care; social
engagement; volunteering and the Big Society vision; government policies and public
spending cuts. A selection of quotations are included in this report to highlight the varied
experiences and complex views of the informants.
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3 Interview Findings
3.1 Social engagement for older people

This section examines experiences of social engagement for older people living at home in
Norfolk, and its impacts on their well-being and lives. It also considers social group models
and possibilities for enhancement in a period of economic difficulty.

Norfolk offers hundreds of social groups and activities enabling social engagement, many run
by voluntary organisations and community groups and some commissioned by local
authorities and/or the NHS with public subsidies. They range from traditional day centres,
lunch clubs and arts and crafts groups to newer efforts such as pub lunches and
inter-generational work with school children, seeking to address the variable and changing
needs of their members.

Getting involved: importance of third parties

To get involved in a social activity or group, many older people rely upon a third party who
offers encouragement and practical support. Social workers are key players, as one
65-year-old stroke survivor recalls:

GhyS oki® wotker come to see me and she got me into this group,

a4 YFINR2YSR AYy Y& 29y K2dzAS X 6KSy
X S@SYy Y2NB Aaz2fl 0SR ¢gKSy @&2dzOQNB I i
actually a lifeline for me€ [Peter].

Similarly, a 68-year-old disabled man was helped by a social worker who “come round ... |

haven’t been out for a long time ... all through me illness what dragged me down ... | just
went into decline” [David].

Equally crucial are community mental health nurses, who deal mainly with older people
suffering from depression or other mental health problems. Thus, one nurse brought her
client along to social afternoon group, run by a voluntary organisation, and stayed to see
what it was like and whether he liked it. He thoroughly enjoyed it and joined in the group
straight away [Elizabeth]. Day patients in psycho-geriatric and psychiatric hospitals do not
usually get direct practical support from the hospital staff but are often referred to outreach
social activities coordinators in voluntary organisations, who act on their behalf and are
sometimes commissioned by the NHS and/or Social Services with public subsidies. One
publicly-subsidised voluntary organisation coordinator explains,

OThe majority of my clients are referred to me from the Thomas Day Treatment

Service (name changed) X ¢ A G K Y Sy (| t FaniSahdfrierfds mieyé & dzS a

make contact, but also other work colleagues within the [voluntary]

organisation X a2 a0 2F Y& NBFSNNIfta yR Ot ASyl

support accessing a new activity - to get them engaged and encourage them to
do something for themselves€ [Rachael].
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Recognising that isolated older people often lack ‘formal’ support from social workers, NHS
nurses or hospitals, the coordinator now works closely with local churches and GPs who see
many older people, in effect exemplifying good collaboration between public sector,
voluntary organisations and the local community and featuring a more holistic approach.

Meanwhile, still others are helped and encouraged informally by families, friends or
neighbours. Thus, a 70-year-old lady suffering from depression recalls,

e FNASYR ONRdZAKO YS EKSY(IKAAUGORNERYy XG& RD

YdzOK (2 GKS LIS2L)X S X o0da RKSe&s | &SN
Sttt 6AGK SIFOK 20KSNJ YR L F2dzyR
GAOK AF Y& TFTNRARSYRAWKeyRY QG Sy O2 dzNJ 3

Similarly, an 87-year-old widow with restricted mobility tells her experience:

6One day a neighbour askedA ¥ L QR fA1S G2 O02YS (2
FANRG X o0dzi L GNRASR Al | f
0KS@ QNB Y2 4G fley Ry & 2I'YBS | NP
0SOlIdzaS LQY 3ASGGAy3a Y2NEB
{2YS62Re +fgleéa oOoNARy3Ia Y
a voluntary thing€ [Ann].

More able respondents get information about social groups through local newspapers and

parish magazines and refer themselves, although they are the minority. Such ‘active’

informants generally already have social contact through involvement in a church and/or a

local community. So they are looking for “doing something different” [Catherine], “making

friends” [Pat] and “meeting more people” [Dorothy] in the newly-joined social group, and
often develop close friendships with other similar members and even socialise outside the
group. Thus an 88-year-old widow in a community group says, “We, four of us, met here,
made friends ... we all went on the bus to Sheringham and had a day out there” [Dorothy].
Yet this is rare because many members are too dependent to go out on their own.

Positive outcomes

All respondents noted positive outcomes from a social group or activity. Typically older
people value “getting out of the four walls from home into an activity where they meet
like-minded people”, according to a voluntary organisation activity coordinator [Rachael]. A
79-year-old widow, wheelchair- and house-bound for the last ten years, looks forward to her
Monday craft group,
®SOlFdaS GKFEGQa Yeé 2yfteé RIFI@& 2dzi X |
togel KSNJ X L dzASR G2 32 (2 GKS a20Al ¢
0dzi L KIFIR (G2 ad2L) X 0SOlFdaAaS L KI @S
night€ [Joyce].

A 65-year-old stroke survivor, a member of an arts and crafts group for the last 15 years,
says,
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OThe group helped me a lot. It got me out again. It got me mixing with people
FAFAY X VESHA R2dz KIS || aidNR]1Sz @&2dz
f2as8 @2dz2NJ O2yFARSYyOS (2 32 2dzi YR Y
you were¢€ [Peter].

<,
N

N
@ N ety

Similarly, another group member suffering from epilepsy feels,

o QY EISuu)\YEI KS {0 INJ dya2Ser ikl )fOSﬂ X ¢KAa 3INRM
YSSG RAFFSNByYy(H LIS2LXS +FyR G2 3ISG Ye O2yTA
FOGGFO1a odzi LQY Y2NE LOXY WSR2 ALYS 20K ISG A3
who have helped me a lot with my breathing€ [Elsie].

Providers of social groups also report positive impacts on their members. According to one
community group coordinator,

& ¢ Ki&erly &dy used to have to come to the group with a carer and she would

sit on her own and she would not talk to anybody. Now sk S Q& LI NI 2 F =
{KS R2SayQi KIFI@gS G2 KF@S | OFNBMH» {KS oN
[Jenny].

Another coordinator adds,

A Q@S aSSy OfASyda FTNRY 6KSy L FANERG adGF NJ
FAES YR (KS2 QOS] SWREABYRSydSE WXKSY a2OAl
Y)\aKu aidAatt KI @S )\éédzééz odzi GKS@QNB y2i
0KAyY3 Ay UGKSAN fA@Sas o Sitylsodzétng thak S& QNBE Sy
GKSe@ [:Bzyfhaﬂeé

Some older members make further progress with their problems and a 70-year-old crafts
group member describes her gradual recovery from severe depression:

A GKAY]l AGQa ljdAadS adzoiatSz gKIG 32Sa 2y o
come to this group once a week and to help out a little bit, even though | was
RSLINSdaSR L KStLISR | o6Ad IyR a2 L TSt
re-educatingmyself -8 SSAy 3 LIS2LA S sK2 gSNB | 20 2N
pStf (KSe& O2LISR 6AGK GKSANI 26y LINBOf
did get better and it was the input from thisgroup -L  R2y Qi 1y26 K
gKEG LISNOSyaGr3asS X odzi AG ff KS&LSR
[Audrey]

I‘Dm)

A day centre manager also describes positive experiences concerning people with mental
health issues:

OFamilies say that what the person is like when they get home from day care to

K2g GKS& IINB ¢gKSy (GKS@Q@S LISNKI LA y2Gd o
O2yaARSNIo6ftSd {2 (GKSNBQa 200A2dzafte | 06Sy
although he sometimes struggles because his speech is affected by his dementia

X KSQ&a 328 a2YSUOKAy3a G2 GlFf1 | oZdzi 6KSy
[Jenny]
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Older people engaged in crafts activities note additional benefits: as a 68-year-old man says,

GThe group changeR YS X L F2dzyR | 20 2F (KAy3Ia X
R2 X tfA1S YI{Ay3 OFNRa FYyR 3Jflaa LIAYylGAYy3
K2YS X FTYR YI 1S AYRAQGARdZ t [ObfNdede F2NJ (KS
have said they still keep them [to] tK A & &&Dadd] X

Another member suffering from depression describes her craft group as,

d LI OS 46KSNBE L ¢Fa 2FFSNBR a2yYS FFOlGAGAGR
0KS uKSNJ LISdzi A O @It dzS 2F AU éXaudeeylF2dzy R G KS

Members often take their work home and absorb themselves in doing craftwork at home as
well, helping them keep away from focusing on their problems all the time.

Continuity with past roles and habits is also appreciated and well recognised by staff
members in a day centre for mentally-ill older people:

@ SQ@¥S 324 2yS fFRe G GKS Y2YSyld sK2Qa g2
AKNBRRAY3I X Al YF1Sa& KSNJ FSSt ghfdzSR X ¢K
A2YSHKSNBE AYyaARSE LIS2 Ldink pelsoh asaheyiwid G G KS& QN
X @82dz2Q@S 2dzad 3I2G G2 YI 1S &Fvm@o2Re FSSt 3

Another house-bound lady has been befriended by a student volunteer and in turn, she
teaches her needlework, which gives her a sense of usefulness and fulfiiment [Rachael].
Lunch club members appreciate having a nice home-made meal with other members, a huge
contrast for many who usually eat ready-prepared meals alone at home [e.g. Ann].

Positive outcomes are not restricted to older members themselves but extend to their family
carers. Thus a 68-year-old day centre client says,

A ¢l a 2dzald 1jdzAGS KIF LR KSNBE X FyKkR L FSti
so when | got out to the group, a KS O2dz R 32 | yR 4SS KSNJ FNJF
knew | was all right at the centre€ [David].

And, a family carer who takes her frail elderly mother to a community group once a week

says,
& value itvery highy X LG Q& &a20AFf F2N) Mbdeadak L YSS
X YR [fa2 Yeé YdzrQa GKSNBX a2z L OFry 1S8SSLUJ
KFLILRsE a2 LQY KIFLLkR® {KS fA1Sa GKS 3INERdJzI

friends she sits with€ [Lucy].
Social group models

It seems that key elements are needed for a social group to succeed. First, a comfortable
environment which allows older people to be themselves and do things they can or wish to
do. Social engagement may not always necessarily mean talking with others or engaging with
group activities. According to one group coordinator, some people “just want to sit where
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they are ... they might not seem to be doing very much, but they’re watching everybody else
and they’re getting enjoyment from that” [Alice]. Equally, consideration has to be taken for
other group members: for example, “those with physical problems may be much more alert
than the other users and require things like scrabble and crosswords, art or craft activity”,
one coordinator says [Judith]. Providers also need to recognise and respect the varied needs
and expectations of members, though generally informants comment positively about staff
and volunteers, as “[being] very helpful and very friendly” [Drothy], “very sensitive” [Pat],
“they show great empathy” [Alice] or “they’ve got the integrity of knowing how to work with
somebody in need” [Rachael].

A welcoming and friendly atmosphere is also important because it helps members to develop
a sense of belonging to the group and therefore contribute to more intimate social
engagement. However, sometimes there is disharmony: for example, one community group
within sheltered accommodation includes a few resident members who are very
anti-“outsiders”, although “that is slowly changing”, according to one coordinator [Rachael].
In another community group, a lady with dementia who is “very loud and swears” is
discouraged because “you’ve got to think of the other people who are in there” [Alice]. In
another community group, one staff notes that,

S

(@
TN —h Q)(

f 2 in ar duite m&tslly capable. They R2 Y Q (i yé
0K X 2f RSNJ LJézLJfS g AlGK y
G GKSNB G az2Y$SUudidRAydz: Odzd

al N
KS
Qa RA
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This is important as some social groups are adopting an ‘integration’ approach, taking
members with varied needs and ages and even public visitors. This has merits, particularly
promoting public awareness and eliminating barriers between the vulnerable and others or
any stigma surrounding dementia and old age-related illnesses. But staff respondents

emphasise the value of ‘specific’ membership groups consisting mostly of older people with
certain needs; for example, one community group manager says,

6 KS 3INRdzL) KlFIa  a2fAR dzaSNIolasS dGKFG O2Y:
GKSE@QONB LIS2LX S 6K2 R2y Qo] liKSE RRYX(GY KA ySG N
O2YyTARSYOS X 2NJ Yl @0S 2 dtarmalQmndinSreams KSNB g A G K |
groupé [Judith].

As for sustainable models, the manager notes;

“A community group must be allowed the ‘flexibility’ to breathe and to evolve
into what it needs to be for that particular community, otherwise it’s actually
not benefitting anyone and you’ll never pull in more people” [Judith].

For example, in one group,

o@Ksy S a0l NISR 6S RARRRKS Y2y RAFRYONI T2
G2 OGKIFIG X .dzi y26x 2dzNJ I OGAGAGASE | NB Y2N
AAY3AAYy3I INRdAzZI Glrfla 2y 3JFENRSYyAy3dIsS O6ANR
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[Alice]

New and innovative schemes in Norwich include social afternoons in the local Yellow Tree
Pub (name changed), run by a voluntary organisation. According to one senior staff member,

OThat works really really well and an article went into [the] EDP [local
newspaper Eastern Daily Press] and then the Greenhouse Pub (name changed)

saw it and thought weQR f A1 S (2 R2 I o0AG 2F (KFdod {2
2NHIF YyA&ASR (GKAA YR LQ@S y2¢ 332G | y20GKSNI {

do it as well€ [Rachael].

She recalls,

A ol a GKAYLlLAYy3IZ ¢St S[welddzddiuse thdddos aNBS I £ &
@Sy dz2S> e2dz 1y26> (KSe& dzaSR G2 06S (KS Kdz

pub and they were really really keen to be seen working with the community€
[Rachael].

The Greenhouse Pub now provides lunches before social afternoons and “is really, really
growing ... eighteen members last time” and “they love it ... are so appreciative and go home
with smiles on their faces. That is a highlight for them” [Elizabeth]. The reason is partly
because lunch is offered in a local pub open to the entire community, different from
traditional lunch clubs in church halls or village halls used for that particular purpose.

In another scheme run by the voluntary organisation, a number of mentally-ill older people
in a day centre and at home are taken once a week to the nearby primary school for lunch
with the school children and then to the art and craft room or into the computer room or the
library. The scheme has proved so successful that another, although different,
inter-generational scheme was set up. One of the founders sees it

dj dzA G S S E R2lpsibieak downXthosk fegative barriers and helps with

a

a20A1t O2KSaAz2y FyR AGQa dzaAYy3 YSY2NIOAf A

the older people who can then share those memories with the young children
and vice versa€ [Rachael].

These initiatives suggest mutual benefits for older people, local pubs and schools and no
capital resources are required, which helps to ensure sustainability, particularly in a period of
financial difficulties. Older members themselves are encouraged and are often actively
involved in planning and developing social activities at all stages. Indeed, providing pub
lunches as well as social afternoons in the Greenhouse Pub scheme is the response to
members who requested this in questionnaires sent by the organiser. Such a client-led
approach is again important, to sustain and boost membership and also enhance the quality.

From older people’s perspectives affordability and accessibility are top priorities. So
maximising voluntary and community resources or public subsidies (e.g. commissioned social
programmes for publicly-funded clients and Social Services transport) is very important.
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Implications of public spending cuts

Yet the context involves considerable cuts in public spending which have knock-on effects on
service users and providers alike. Many voluntary- or community-run social groups lack
volunteer drivers, let alone their own transport or ‘paid’ drivers. Accordingly, they often rely
on the Social Services minibus and those using it fear impending fee increases or even
withdrawals. One 68-year-old wheelchair-bound man living in an isolated area without public
transport comes to a club by the minibus. He says,

Gjustpay £2or a2 YSGKAY IS odzi X AF GKS@& GF1S GKI
FFF2NR (2 LI & 2dzi Y& Y2ySeéI G6KAOK g2dzx R ¢

%

KSNB o6& Gl EA &XATLS RRY QAINMY I (Y SYekKSNBE X GKI

work onto her again€é [David].

Cuts in public subsidies to voluntary day centres, for example one for mentally-ill older
people, are also worrying. Meanwhile, directly-run local authority day centres, including the
Silver Rooms and the Essex Rooms, have already been affected by cuts and are moving into
sheltered housing schemes on certain days of the week. Interestingly, the managers have
said they would be very happy for any interested older person living in the community to
access their services and just pay for the lunch and the activity [Rachael]. So these facilities
may become ‘more’ accessible to the wider community, although many potential users will
require door-to-door, affordable transport arrangements, which are not yet available.

Typically, providers of social activities are frustrated by the lack or reductions of time,
manpower and/or money to help older people in need to take part in social activities [e.g.
Jenny; Alice]. They regret current low levels of provision and of social engagement: the
‘vulnerable’ older members typically live alone; they are house-bound and suffer from
mental health problems and/or physical disabilities; and they belong to one group and
attend weekly or sometimes monthly.

Nonetheless, interestingly, older members interviewed are generally content with the
current arrangements, reporting “just enough” [Harold] and “happy” [Elsie]. However, some
express ambivalent feelings. One 87-year-old widow, taken to a weekly voluntary-run lunch
club by a volunteer driver, fears:

A GQa &adzOK | GNRdzoftS F2NJ YS 3ISGGAY3T Ay |y
3SGOGAY3 YS AYy FyR 2dzi GKFG NBlIffe AGQa a:
occasionally ... lwishthk &G f AFS G6SNB | fAGGIES Y2NB &2 OA
y2¢ A& 3ASGGAYy3a [o62dzid L OFyQld eéF€1 G F€f
f dzyOK Of dzo X FyR GKSeé g¢g2dzZ R (G11S YS GKSNB

is enough for me really€ [Ann].

Some others wish to attend more activities but have given up because of the lack of
information or suitable groups. As one elderly woman says, “lI never know who to get in
touch with ... and they [Social Services] are closing down their day centres, aren’t they?”
[Celia] This typifies the passivity and powerlessness of vulnerable older people, while also
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highlighting the importance of practical support from third parties and further development
of social groups to compensate for the loss of publicly-run groups and to meet the challenge
of ageing populations.

Meanwhile, local authority-funded home care for older people is also threatened. One
wheelchair-bound elderly lady says,

<

GL O2dzZ RyQiG YIFylFr3aS gAGK2dzi Aded LG Syl
gKIEG L .ady L S 6SSYy g2NNASR OSNE  Ydz
uncertainty and what the future holds, as farasmypeNBR 2 Y I £ OF NB A &

[Joyce].

She is far from being alone; a quarter of a million older people in England could lose access
to publicly-funded home care due to public spending cuts in 2011, and 100,000 would have
to go without care as they would not be able to fund it privately (Samuel, 2010). Meanwhile,
thousands more older people in ‘moderate’ and ‘low’ care needs would remain ineligible due
to yet further stricter means-tested measures: in 2010 eight in ten local authorities in
England reported that they will tighten care criteria to ‘substantial’ or ‘critical’ by next year
(Dunning, 2010).

Summary and suggestions

Norfolk’s many social groups and activities offer social engagement but most potential older
participants are too vulnerable to access these by themselves. Fortunately, encouragement
and practical support by third parties — whether formally or informally — make a difference
and are in place. Significantly, publicly-funded coordinators from voluntary organisations
help needy people referred from NHS hospitals, GPs, Social Services, voluntary and
community groups, churches, friends and families, reflecting good collaboration across all
sectors and often a more holistic approach beyond public health and social care systems.
This partly reflects commitments proposed in the Norfolk’s Older People’s Strategic
Partnership Board report (NOPSPB, 2010, pp.11-12).

Yet, some older people in need are left out, and the scale of such ‘hidden’ populations may
be considerable. In 2009 in Britain, one in three women aged 65 to 75 lived alone, and this
increases to nearly two in three for those aged 75 or over; for men, the figures were 22% and
36% respectively (ONS, 2009). They are alone and lonely: 3.1 million over-65s have no
contact with a friend, neighbour or family member in any week; 1.8 million don’t see anyone
they know in a month - appalling figures given that isolation is known to be a greater risk to
health than smoking (Allott, 2011). Worse still, the number of the ‘lonely and isolated’ are
likely to increase under public spending cuts which hit harder on ‘preventive’ services such as
social activities for those isolated and frail older people ‘excluded’ from tightened official
assessments, described here.

Nonetheless, the benefits gained from social activities are affirmed by all informants. These
include ‘getting out’ of the house; meeting people; making friends; regaining confidence;
overcoming problems; engagement with activities and continuity with past interests; feelings
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of usefulness and fulfilment; and allowing carers a break or social life. All have been usefully
fed into planning and developing best practice, involving members in the processes. The
evidence from the study also identified a number of key elements for a ‘model’ social group.
These include: a comfortable environment to make the members feel at home; a welcoming
and friendly atmosphere to help members to develop a sense of belonging and more
intimate social engagement; flexibility to meet members’ changing and varied needs and
expectations; a more ‘user-led’ approach to sustain and boost membership and enhance the
quality; and sound resources to ensure affordable and accessible services for often very
disadvantaged members. Also, new schemes, such as pub socials and inter-generational
programmes, address mutual benefits and cost-effectiveness and so offer sustainability and
feasibility. Further, the recent policy focus upon ‘integration’, opening up membership to the
general public and visitors, has been adopted by some community groups, which may reduce
barriers between the vulnerable and others, but can also cause conflicts: interestingly, the
experienced community group providers interviewed emphasise the value of solidarity and
harmony which feature in more specialised community groups.

Most social groups are run by charities and depend heavily upon private resources and
volunteers. They are seemingly more cost-effective and open and perhaps also more humane
and ‘relaxed’, compared with ‘top-down’ and more ‘exclusive’ Social Services counterparts,
which have to comply with legislation and regulations and involve strict assessments. Yet this
study shows that voluntary and community programmes are often actually dependent upon
public moneys, such as subsidised transport and commissioned day centre programmes for
mentally-ill older people who satisfied official assessments. Indeed, Adult Social Services
voluntary sector funding in Norfolk amounted to almost £16 million in 2010/11, but is likely
face cuts for 2011/12 and after, though this has not yet been finalised at the time of writing
in August 2011 (False Economy, 2011).

3.2 The experience of informal carers

This section describes the first-hand experiences of informal carers for older people in
Norfolk. It begins with national and County overviews of carers’ trends and respective Carers
Strategies; it then moves to explore the varied experiences of carers in the County, and the
support and services available for them and cared-for people. It also highlights good practice
and challenges and provides some suggestions for the future.

C a r erends and Carers Strategy

In 2009 there were six million unpaid carers in the UK, with 1.25 million providing care for
more than 50 hours per week (CARERS UK, 2009). One-quarter of them were aged 65 or over,
while 70% of cared-for persons were over-65s (DoH, 2010a). The economic value of the
contribution made by these carers is a remarkable £119 billion, considerably higher than the
total NHS expenditure of £98.9bn. In other words, each carer saves an average of over
£18,000 a year (Buckner and Yeandle, 2011).
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Norfolk broadly mirrors national trends. In 2009 some 81,000 people or 10% of its
population were unpaid carers and over one-fifth spent more than 50 hours per week on
caring (Buchan, 2010). One-third were themselves aged 60 or over, and more than one-tenth
have experienced poor health as a result of their caring role (NOPSPB, 2009; Buchan 2010).
The economic value of their contributions is estimated at over £1.6bn, compared with just
£4.25 million area-based grant for carers allocated for 2010/11 (Buckner and Yeandle, 2011;
Buchan, 2010).

The last Labour and current Conservative-Liberal Democrat Coalition governments have
recognised the contribution of carers, embodied in legislation, including the Carers and
Disabled Children Act 2000, the Carers (Equal Opportunities) Act 2004 and the Work and
Families Act 2006. Also, the 2008 National Carers Strategy set out an ambitious agenda of
change over the coming decade:

.28 Hnmy> OFNBNBR gAft 0S5 daghaddomedtd t f &8 NBO2
to strong families and stable communities. Support will be tailored to meet
AYVRAGARdIzZ £ aQ ySSRaszx SylofAy3a OFNBNER (2 Yl
responsibilities and a life outside caring, while enabling the person they support

tod S T dz € | oot 20Bdj Wzb)f OAGAT Sy ¢

Norfolk’s own strategy identified nine key areas of support for carers. These were
information; a break for carers; income; a life outside of caring; their own health; having a
say; practical support; services for the cared-for person; and emergency support (Buchan,
2010, p.14). All are to receive priority, working through an agreed action plan and
commissioning strategy. Yet under public spending cuts, the heavy reliance on informal
carers is clear, and four out of five UK carers have already expressed fears over the
consequences of cuts to Social Services (CARERS UK, 2011).

Family carers living with the cared-for

Quite a few of the respondents caring for a close older relative living with them do not
readily identify themselves as carers, but rather as spouse or partner or child. Typically they
naturally have strong feelings of responsibilities and obligations and are reluctant to consider
outside care; even their own abilities and sometimes their own health and well-being are
pressured. Thus a 68-year-old woman suffering from epileptic fits explains:

L R2y Qi SEI OGY® KdzaB R ORANBINEE dzi2 F O NA
KSQa 320G 2dzald dzaSR (2 A0 yV&RR S Sl reNRidIT KES
[Elsie].
Similarly, a 60-year-old man who has spent the last five years looking after his wife explains:

dG yA3aIKG L ySSR (dzNy KSNJ 20SNJ Ay (KS 06SR
inthenightL KI @S (G2 KSfLI KSNJ adlyR dzZLJ X L R2 Y;:
had any outside care X L 2dzald LINPODARS OF NB 080l dzasS X
[James].
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A 72-year-old disabled man, cared for by his wife for the last 17 years, also never asked for
outside help because, he says, “the wife wouldn’t have it” [Harold]. Another 68-year-old
disabled man, looked after by his 62-year-old wife for the last 18 years, elaborated his
concerns:

OMy wife does everything. She always shower me, wash me and get me dressed
YR dzyRNBaasSR X lFaarad 0G0 G2AXK ] AYS &az2y

aKS 2dzad G221 AG O(KIFIG aKSQa YIloNRA SR (G2 Y
ownB AGK X FNIKNRGAA X Y{RKS tyiS SIRK QI B/ XK SWNS IKE I f
LiQa | aGdNHAaA3tsS X LQO?S alFAR ¢Sttt X AT Lk

KFEgS AbGd X o0dzi LX QA IBPyg2NNISSR HiNPded SRS NJ
RSLINFaaArAz2zy |yR aKSQR oSSy 2y GKIFG fFNJy O
happened to me€ [David].

Parent-child relationships are similar to couple relationships in the way caring is perceived.
An unmarried daughter living with her 86-year-old frail and demented mother for the last
ten years lost her job as a result of her caring role. With modest savings and her carer’s
allowance, she fears for her own future but accepts her situation, “because she’s my mother,
you just automatically care for her ... it’s just like our roles reversed, she’s always cared for
me. Now, / care for her [emphasis by the author]” [Lucy]. Another daughter who had looked
after her late frail mother living with her for eight years recalls,

Ve Y2GKSNJ RARY QU 4l yld Fye 20KSNJ KSf LIJp { KS
upmytimeX L 2dzald G221 AlG 2y waRitXNR RAR ydra B8 Sti.
Fye 20KSNI &dzLJsszabEkh]. FNRY 2dziaARS¢E

Some live-in family carers have a family member elsewhere or friends to help if they have to

be away for any length of time, which can ease their burdens but is usually temporary,

irregular and, above all, rare. Thus one carer with siblings living away feels,
GgSe 2dzald 02YS (2 gAaAd F2N) G4KS RIFé& |yR X
YySSR GKSY L OlFy Fal GKSYZ odzi (KSe& UGKAY
SOSNE Lyl vy 3 €

Overall, none of the family carers interviewed had extra regular personal help: kinship and

shared living arrangements often mask a caring role and delay or prevent requests for
outside help.

An equally major obstacle is seemingly the current approach, which actually penalises
informal carers, in that the more care they provide, the less public support is given. This is
compounded by means-testing and tightened eligibility criteria in the context of public
spending restrictions. For example, many full-time carers just above the eligibility limit have
no option but simply to continue to provide care singlehandedly. In one case,

& was getting worried about my mother because her short term memory is
getting very very bad .... so X we just spoke over the telephone to the Social
Services, a very very long phone call over an hour. Asked me a lot of questions

Mayumi Hayashi, CUE East Report: The Care of Older People in Norfolk, 2011 23



FYR GKSy KS aLkRi1S8S G2 Yé YdzYy ryR FaiSR KSN

doing everything well. There was nothing they could really do because we had

enough savings. So really there 6 Ay QU NB I f £ &8 YdzOfey 2 dzi G KSN.
KFraS +Ffft GKS RSO AXEHI wanyto gédmy sidRfo a6 dzd G K I {0

K2YS T2NJ NBaLAGS OFNBIZ LQR Kl o8B d® IHLJ e

2N 2F AYTF2NXYI GA2Y ,dazuse IMdiall tRexdsidgyo i NB I £ f &
my mum, 0dzii | YROGKAY3I L g yiSdWdl QVQR YK I QST diyay/ &

aAlbdz- A2y LT &2dz2OQNBE OSNE OSNE ¢Sttt 27F°F
fine. You can claim everything®®® . dzi AT @ 2dzQNB 2dzaid Ay 0
320G Sy2dzZ3K |yR &2dz2Q@S 06SSy OFNBFdzZ ¢A0K
the hardesté€ [Lucy].

Her view is shared by many other informants who regard the current system as “unfair”
[James] and “penalising hard-working people” [Celia].

Carers are also getting older and frailer or experience crises which may well be devastating. A
senior staff member involved in carer’s groups reports:

® SQ@S 3J2yS (2 (K&l OENBNRE a3R8F dzZiUXK SB YR LIS 2 LI

G§KS OFNBNHBRXZ OANIdzrffe Ittt 2F GKSY KI @S

YySINI & Ay GSIFENAR FyR (0KS&QNEB é0uih). Y2ad @dzZ y.

Fortunately the importance of support for carers in all levels has been already acknowledged
in Norfolk, as elsewhere, although whether this is adequate remains questionable. This will
be discussed after looking to a wider network of informal support for frail older people living
alone.

Informal support for older people living alone

A large number of frail older people living alone are also supported informally by families
living away, friends and neighbours - many themselves elderly, living alone and sometimes
frail. They provide practical and emotional help which is usually supplementary, since people
living alone tend to receive local authority or private ‘outside’ care. Yet reductions in local
authority funding for its home care and subsequent strict rationing mean that only those
living alone and most in need are actually helped.

A 79-year-old widow is wheelchair- and house-bound. She receives just 15 to 30 minutes’
local authority-funded home care every morning and evening, supplemented by help from
her daughter, living ten miles away, who visits every Sunday to do housework and take her to
a supermarket or sometimes to the city [Joyce].

An 87-year-old widow with very limited mobility pays privately for one-hour, daily help
services. Her daughter, living 110 miles away, comes every three weeks to see her and to
stock up on ready-prepared meals, as her mother cannot cook, supplemented by a friend
who brings in fruit or vegetables [Ann].
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Similarly, one provider describes a 100-year-old frail widow who is supported by her two
daughters living away. Each comes in turn to spend a week with her and provide her with
some assistance. In addition she receives relief care, funded by the local authority but
provided by a voluntary organisation, several hours per week to free up the daughters from
assistance [Erica].

Overall, all the cases feature combined arrangements of formal and informal care and
suggest the importance of each type of care to enable independent living at home. Older
people without family help may be supported by friends and neighbours. Thus one
70-year-old single woman, suffering severe depression and “more or less alone in the world,
without particular motivation”, obtained limited professional help but was fortunate to have
friends from her Church [Audrey]. She recalls,

& stayed witha couple F NBY (G KS OKdzZNOK 4 FANBRIG X
from the church for about six months, because | was afraid of being on my own.

GKSY

L R2Yy Qi GKAY]l GKS YSRAOIf &ASNBAOSa KIFR |

never went to Social Services route. | never thought to apply for help ¢ | never

§¢gSy (K2dAKG GKFG L 6Fa StAIA6tS FyR y
K

g2dzt RQOS KILIWSYSR G2 YS AF L KIRyQi
Hillborough psychiatric hospital (name changed) X It was thought by the doctor

thatL ¢l & €€t NAIKIG G K2YSZI égaddiey]L NBIF f f &

An 80-year-old widow suffering from arthritis fared better with a mutual help network in her
neighbourhood:

G KSNBEQa | IMIsrhouvad 0yKSH g@ANE 1 3S X L 32
O2dzLXX S 2F LIS2LX S tAQGAYy3A [ ft2yS YR AY
GAAAG LIS2LIX S 2y GUKSANI 24y X (02 KI @S

system of people giving people lifts all round here X A F @& 2dz 3S{ (22

32 2dzi FyR a2YSo02Reé& gAtft 3IAQGS e&2dz |
LIS2LX S YR LIS2LX S IINB KSfLAYy3I YSao Li
dza | ff & LGQ& | IAcdKathean]. I yR GF 1Ay ¢

Altogether, almost all care-dependent older people in the study rely on informal care,
although forms and levels vary. Live-in carers generally spend more hours on caring than
those living some distance away, but all are committed to regular and essential support to
older people, many of whom would otherwise not be able to remain in their own homes.
This question becomes more pressing as squeezed public expenditure and continued
population ageing impact upon local authority-funded home care services.

The support for carers and the cared-for

In this situation any measures to assist carers are welcome. Norfolk County Council offers a
free emergency support system - an ‘In My Place’ card — offering up to 72 hours free care in
emergencies to registered carers with the card (CCN, 2010, p.32; Buchan, 2010, p.32).
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There are some 95 Carers Groups across the County, with activities ranging from practical
sessions for carers to informal talks, outings and respite care for the cared-for (Buchan, 2010,
p.18). In such groups, the carers themselves “are really highly involved in the set up of
infrastructure and ... the ideas ... from the outset”, according to one organiser of a carer’s
group [Judith]. Thus the Caring4Carers group based in North Walsham meets fortnightly, its
informal sessions including stress management; first aid; benefits advice; and specific illness
or ‘handling and lifting’ advice (EDP, 24.1.2011). Respite care for the cared-for is on-site by a
qualified care assistant and staff. As one participant puts it:

@ KSy @2dzONB I OFNBN t221Ay3 FFGSN (K
AKNRAY 1 X @2dzQNBE @OSNER Aaz2ftliSRI a2 AidQ
GKS alYS LRaAGA2YIéu®]. €2dz R2y Qi FSSf

Another voluntary organisation takes carers out to resort locations by minibus fortnightly,
with the cared-for looked after in a day centre, so that “the carers have their day”, one
carer’s group coordinator says [Elizabeth]. ‘Former’ carers, whose relative passed away or is
in a care home, are also offered support and, in turn, can help current carers because they
can relate to what they are going through.

Such mutual support and sharing experiences are highly valued, particularly by carers looking
after people with dementia. One carer’s group has simply emerged to link people with
common concerns, with volunteers engaging with the cared-for on their behalf. One
coordinator quotes a carer saying, “It’s really nice and very important to talk to people in the
same situation because my family, even my daughter, don’t or can’t understand my situation
or the illness” [Elizabeth].

Providers of respite care outside the home, whether in day centres, lunch clubs and day
activities, are seen as “hugely important” [Jenny] and “a life saver” for carers [Judith], “giving
them a break” [Alice]. However, many are frustrated by limited financial and human
resources, although “anything’s better than nothing” [Judith]. Such services are often run by
voluntary or community groups and use volunteers as manpower so they can keep user fees
to the minimum of a couple of pounds, covering only expenses and transport. This is of
considerable importance since many service users and carers live on or just above the
benefit levels or with modest pensions.

Respite care for a longer period such as a weekend or a week is available, but this is
means-tested and restricted to the most needy. It is also much more expensive than
group-based arrangements, for example, £18 for an hour’s short break or £600 plus for a
week respite in a care home [Judith]. The majority in the ‘squeezed middle’ cannot afford
this and so they simply continue to provide care by themselves.

Meanwhile, although more information and advice is available, one day-centre provider has
observed emerging problems in relation to the recent ‘personalisation agenda’, which aims
to give more control and choice to carers with ‘personal budgets’.
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A OGKAY]l LIS2LX S I NBRSINRIFICWSNER 2% | 6 A (DkdzRE K
SOSNEBO2Re L 1y2s X 3AAPSa (GKS YIylF3aSyYSyi
GKFGQa 2yS 2F (GKS 2LJiA2ya X 2y0S GKSe Q@S
they can hand it over to the Social Services to manage it for them X . SOl dza S |

lot of people here are now having to look for care for people with dementia or

mental health problems X 1 KS a0 NX&daa GKIFIG GKS@QNBF 3I2Ay3

X YR &the fimkiseNBIl f & R2y QU 4l yid |ye@iKAyYy?3
different for some people with a physical disability and being used to handling

money and having a personal budget. They can buy their care themselves and so

can dictate the terms of what time people come to put you to bed etc X€ [Jenny]

This has implications for central and local government’s commitment to the ‘personalisation
agenda’ and the generally positive assumptions made about it (see DoH, 2009).

Summary and suggestions

Overall, the role and contribution of informal carers is extensive in Norfolk as it is nationally.
In almost all cases, older people needing care are receiving informal support from family,
neighbours and friends, who are often themselves elderly and getting frail. But the study has
highlighted the limited capacity of extra-family care, particularly local authority-funded
provision. The current approach also penalises full-time devoted carers and hits many
moderate income households the hardest, with some family carers in or near crisis,
struggling financially, physically and emotionally, despite their strong sense of obligations
and responsibilities.

The importance of supporting carers themselves is recognised in Norfolk, with emergency
support, the ‘In My Place’ card; Carers Groups; and services for the cared-for, such as day
centres and community programmes. Also acknowledged is the importance of involving
carers in shaping and developing services, with Carers Councils for Norfolk, Carers Forums
across the County and new initiatives within Carers Groups, featuring ‘sharing experiences’
discussions, leisure and outings opportunities and on-site respite care for the cared-for.
These are all regarded as priority areas in Norfolk’s Carers Strategy, listed earlier.

But other priority areas, such as information, income and practical support, still need to
progress further. For example, it would be useful to develop ‘means’ to deliver information
for carers in an appropriate and timely manner, perhaps using personal contacts rather than
printed text or automated telephone advice. Increased and subsidised services for people
excluded from local authority-funded support would seem vital, as with the option of
opting-out of personal budgets, or alternatively developing an accessible and
non-time-consuming personal budget planner tool, with comprehensive lists of services and
their price. Other recommendations might include more breaks, leisure activities and
‘sharing experiences’ opportunities for carers and support for ‘hidden’ carers who perhaps
underestimate their caring responsibilities.
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Of course, the background features an ageing population and significant public spending cuts.
An expected 45% increase in demand for informal carers is projected over the next fifteen
years (Beesley, 2006). This points to reduced services per carer, rather than maintaining the
current levels, let alone increasing them. Yet support for carers is vital to pursue the ‘Big
Society’ agenda, especially when we are told by the Coalition government that “By caring for
people in their own time and supporting other people’s independence, carers embody the
spirit of the Big Society” (DoH, 2010b, p.3).

3.3 The experience of older volunteers

While the previous section looked to the experiences of ‘informal’ volunteers, i.e. family
carers, friends and neighbours offering help as individuals, this section focuses upon ‘formal’
volunteers, that are people giving help through an organisation or group without getting paid.
Focusing upon older volunteers and voluntary action in care for older people, this section
discusses their varied experiences, motives and outcomes. It also considers some of the
challenges surrounding and obstacles to volunteering, and possible suggestions. But first, a
brief background overview of national trends can be offered.

National overview

Volunteering in England is extensive: in 2009, 41% of English adults had ‘formally’
volunteered in the previous twelve months, with 25% at least once a month, compared to
27% in 2001 (DCLG, 2010). According to a 2007 national survey, 53% of people aged 65 or
over were formal volunteers, with 41% ‘regulars’ (Low et al, 2007).

Volunteers have experienced positive outcomes: nearly all in the 2007 survey said they got
satisfaction from seeing the results and really enjoyed volunteering (Low et al, 2007). But
time was identified as the biggest barrier to volunteering for both existing volunteers and
people who do not volunteer. The latter group also cited they were put off by bureaucracy
and worried about risk and liability.

Meanwhile, the viability and sustainability of the voluntary and community sector (charities)
have been threatened under continued recessions. One official study found that 93% of
charities experienced a reduction in real income levels in 2009, while 39% saw an increase in
demand for services (CFDG, 2010). This is compounded by the recent change of government.
The Coalition government focuses upon reducing the UK'’s financial deficit through significant
cuts in public spending across nearly all government departments, one of those hardest hit
was Communities and Local Government. The Department passed its large spending cuts
down to local authorities. This has huge implications for charities since 38,000 or almost
one-quarter of UK charities receive government funding (Kane & Allen, 2011). What is the
case in Norfolk?
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Motives and outcomes

Experiences of individual volunteers in the study vary but they typically involve enjoyment,

personal desire, fulfilments, and satisfaction from helping others, suggesting ‘mutuality’ in

helping and positive outcomes, which helps them to continue volunteering. Thus one

80-year-old lady, helping a local lunch club for house-bound older people for the last eight

years, says:
4FSSt OSNB 3INY 0SFdA GKFEG LQ@YS 3I20 Y@ Slfl
KSt LI 20KSNJ LIS2LX S X 0SOFdzaS L NBIfAa
want to help themé [Nancy].

She admits “It’s hard work” and “very tiring, because we are all quite elderly”, but she
emphasises the benefits,

A KIFIgS (KS éZO)\If O2y Gl OG X AdQa 3I22R (2
YR ¢gK2 |fa2 ¢glyd (2 KStLI IyR (GKS& | NB @S
X LQff (1SSLI 2y UQY (éfIORYEREAENYSEHES (120

Similarly one 68-year-old lady started volunteering in a local charity shop eight years ago,
because “it was handy and | wanted just something different to do”, but says “l do enjoy
going down there ‘cause there’s so many different things what we can do ... and | meet so
many different people” [Elsie].

Interestingly, older people with disabilities or health problems are often volunteers, partly

because they became more aware of the needs of people in similar situations. According to

her husband carer, an older lady volunteers for a local council-run Access Forum after

becoming a wheelchair user: she attends fortnightly meetings to discuss access to shops and

roads locally and offers first-hand insights [James]. Similarly, a service user in a voluntary

stroke support club later became a volunteer, “because you can relate to how people are

more, when you’ve been through it yourself” [Peter]. Again, a 70-year-old woman in a local

craft group says,
A a0l NISR Fa | aSNBAOS dzaSNJ X yR S@Sy i
little bit and so | felt part of a thing. | had a sense of belonging, which is what |
f230 6KSYy L KIFIR G2 NBUGANBE 0SOFdzaS L 61 & A
0SUGGSNI L RSOARSR UKIG GKAA 3IANRdAzL) 61 & oS¢t
now | volunteer€ [Audrey].

Realising the need for a sense of ‘belonging’, particularly for retired persons, she has further

plans:

QY y2¢6 Y20AYy3I Ayiz2 | pPAYIAKSES2 X Tt laKd f Tz
OKIFIyOS G2 O2y(iNARO6dziS YR NBOSAGBS FTNRY | O
use my administrative skills€ [Audrey].

She makes an important point:
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3S4G | aSyaS 2F o6St2y3Ay3a yR FdzZ FA{YSyd 7
as charity, I think of it as a contribution towards society and society supports me

AY Ylyeée ¢gl&a yR KIFa R2YyS NARIKIG aAAyOS L ¢
glre 2F YIFIAYOGFAYyAy3a GKS FFONRO 2F &a20ASGed
g2NJ Ay3s odzi AF &2dz Oy GKSY L rdd2 UGKAY]
LISNE2Y > o60dzi LI NI 2F GKFEG Aa RSTFAyAlGSte @2

(0p))

YFRS a2YS FTNASYR&AWMWWYWR AGQa 3I22R FT2N Y

Another retired lady suffering from arthritis is still actively involved in the village church
Social Committee and local Women'’s Institute. She admits volunteering requires “quite a lot
of responsibility”, but emphasises its importance and benefits, particularly to the retired;

AT e2dp)R2fydyii SSNAY AT @2dz ¢g2dzA R 2dzad &aaAd
itis[that) S £ € 1SSLI SIFOK 20GKSNJ 32Ayaa LXI &l Qa
that S 6l yi G2 &aSS 2dz2NJ FNASYRa FyR 0SS gAGK

relationships and friendships really - | get friendship from other people. | get lifts
FTNRY LISAEK SAKYyENRPaAAGE FNRY LIS2LX S | yR
gryiaG GKS adAYydzZ FGA2Y Ay 2dz2NJ KSIFRax (22

people are going to be helping me€ [Kathleen].

Family carers of frail older relatives often have to prioritise their caring responsibilities as
‘informal’ volunteers, but some still find time for volunteering. So one older carer with a
disabled husband goes to help children with learning difficulties once a week, while he is
away at a day centre [Peter]. Another carer helps to run a community group, while her
elderly mother is attending day activities. She says,

A& FSSt fA1S Y& vYdzyrQa (GKSNB o0SAy13

f221]
something back X & 2dz FSSf tA1S @2dz2QNBF 3IAQGAY3 2
A

2
a
AlQa yAOS &20Alttée WOldzaS @2dzQNB YAEAY
@2t dzy G NB @g2N] > A0Qa 2dzad GNBAY3I G2 7
OKNRdzZAK KSft LA YREpRed [KUEINI LIS2 LI S A G Qf

Overall, all volunteers interviewed are committed to volunteering, even though many are
older or have other responsibilities, including looking after their frail or disabled relatives.

Challenges surrounding volunteering

Volunteers helping social groups and activities for older people in the study are typically “all
retired people” [Rachael]. Many are getting very old and frail, and express concerns over the
lack of new younger volunteers. In one village, one 80-year-old lady volunteer remembers,
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gK2 IINB y2¢6 Ay OGKSANI SAIKGASAZ dzaSR (2
Y 2 NB o havi &oéble in the village, finding younger people who are not
working, who are free to do it on a Tuesday, free to cook and come and serve to
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Many voluntary sector staff interviewed also say, “We are always looking for volunteers”
[Alice] and “It’s a struggle to find volunteers” [Elizabeth]. One manager in a community
organisation is actually “very cynical” about the use of volunteers and considers them as
“just additional” to paid staff [Judith]. She argues that:

G¢KS LINRPOESY 6AGK @2f dzy (i S Sdddhot e geliedi KI § (G KSe@&

2y dzy F2NIlidzyl 6Ste X (GKS& KI @S GKSAN 24y
G2 0S GUKSNB 2y OSNIFAY RI&a
0KS adzy akKAySa GkKSe 32 G2 0
are the most busy to go and get a hair-Odzi X L Yy 2
who has all volunteers® | YR A G Q& | ddkLd SX
volunteer issues. TheyQNBE @SNE RAFFAOdAAZ G G2 2NAlFyAasS
model, with somebody at the top, constantly banging away at them, finding

GKSY GKSANI K2dzNE FFNBX AF (KS@QNB 3I2Ay13

KS 6SI OK X
g GKSNBQa |
|.

X GKSe& R2yQi

I yaRl NBRSEF dK | @83

G2 R2I gKSYy G(KSefQMBOR2aNT 12 X1 Sé 2 &SRWD G

oAt f 2dzad IRR Yy SEG NI aGNBaaed . SOl dzas
know it sounds pathetic€ [Judith].
But another experienced outreach project manager in a voluntary organisation has quite
different experiences and views. She has set up several community projects for isolated older

people over the last five years and handed over these to volunteers, who are “people that
have taken early retirement or are still very active after retirement” [Rachael]. She says,

@ SQ@S 3I20 RSTAYAGSTE dvith Yh2 Bid Socletg fndzpdl SSNR Y 2 ¢

government discussing all this, | think people are wanting to get more involved
with their community and people are taking early retirement as well and they
want to engage and do something that feels worthwhile to themé€ [Rachael].

Finding the right volunteers for each project and keeping enough volunteers constantly are
challenging, but she considers volunteers as the best and most cost-effective resources; “I
can’t see any other way that we could do the work that we do without volunteers ... It works,
because ... most of the projects we’ve set up are still running” [Rachael]. Yet this is rare and
there is still the need for paid staff who cope with the absence or shortages of volunteers: as
she says, “We had two volunteer drivers and, just this week, we lost one ... so | [paid staff]
had to cover for that until we find another ... so that’s how fragile it is in a way” [Rachael].
This has implications for current government policies with public spending cuts for civil
society projects. This inevitably affects paid staff who are key to sustaining such projects.
Indeed, this outreach project manager is actually publicly-funded and she has just lost the
equivalent of one day a week.

Still, there are community groups, which are totally dependent on volunteers and are
running successfully. For example, one local lunch club has operated for nearly thirty years
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using volunteers only. One respondent records its coordinator saying, “we are alright at the
moment but it’ll be a problem if we cannot find new younger volunteers as quite a few of
our volunteers are getting very old” [Kathleen]. And, the long-serving volunteer, who says “I
do anything that I'm asked to do. We don’t have a particular role. We all help each other”
[Nancy] contrasts with the ‘unreliable’ volunteers mentioned earlier. So, the quality of
volunteers is seemingly critical, as with the numbers, but how to achieve this remains an
open question.

Obstacles to volunteering

The main obstacle to volunteering, expressed by informants, is the lack of time, reflecting
national trends. Younger people generally have full-time jobs and/or dependent children.
Generally, retired respondents recall “I've never had the time. | was at work all full time”
[Peter] and say “more ladies are working, they have other responsibilities” [Nancy] or “the
younger generation work very long hours and then they have things to do like going to the
gym and all that sort of thing” [Kathleen].

Of course, the lack of time also affects the six million or so UK carers of all ages. As one older
carer of his disabled wife says, “I don’t have the time to volunteer because I'm a full-time
carer” [James]. Another carer recalls,

& dzaSR G2 R2 wSR /Neraa X U0KIFd ¢la | oAS3
b2NF2f1= L KIFIR a2 YdzOK G2 R2 06SOldzaS L KI
take them out and about on the weekends, so it just sort of got pushed awayé€

[Lucy].

Yet still many people have some time to spare but do not volunteer. Why? According to older
informants, this is due to the loss of traditional values and a culture which fostered public
participation, strong mutual help and altruism. So one 80-year-old long-serving volunteer
argues that the ‘Big Society’ idea is nothing new: “this is something that we’ve always done,
when | was younger, | volunteered with young people ... there are so many people who have
always been happy to volunteer” [Nancy]. Another feels,

OThere was a tradition of trying to help other people, help elderly people, help

disadvantaged people I YR G KIF G ABY Qi QaKINS Gy Ag L2t Al
GKSe Q@S o6SSyaof20Ay@Ee 0XSLGQa LIAdGe GKFG GK
X UKS nna 2fyRRaAp nR2 @I NR2 Y2NB @2fF dzydl NB 62
2f R LIS2LX S (2 R2 Ié)kRhleéenf QNBE IF2Ay 3T (2 RAS 2

She goes on,

OWe were used to belonging to organisations. When we were children, we were

ONRgYyASAa YR 3FdzARS& X (GKSNB gl a | GNI RAI
O2YYdzyAled LG o6l a RSFAYAILGSEEe GKSNBo LG 41
ONRBdzZaAK{G dzLJ 2 R2 @2ftdzyidl NB g2imdhe ! £t 2 dzN
younger generation are as socially conscious or into voluntary work as our

generation€ [Kathleen].
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However, she argues that younger people are actually helpful;

AF LWY 3ISGOGAY3 2y | o6dza 2N SRINSI SN INT B2 =
all@ 2 dzy 3 IcHs Poivdf you@ hadi?@ G KSe aled ¢KSe@QNB 205

[ 2YR2Y G6KSNBE @&2dzONB y20 adzZlJl2aSR G2

0S @S

gyl G2 KSt Lo ¢KSeQNB OSNE gAttAy3a (2 KSf
joining togethSNJ Ay 3IANRdzLJA (2 R?2 uK)\yaa X 2N 0KS

GKAy3a YR (KS& R2 @g2NJ] OSNE 2y 3
LISNKF LA GAfE 1 2Ny Fd yAIKIGD ¢KSé
that€ [Kathleen].

Meanwhile, a few older respondents have never been involved in volunteering, saying “I've
never given it a thought” [Joyce] and “l haven’t volunteered, haven’t thought about it”
[Harold]. Overall, one barrier to volunteering - for young or old - seems to be the lack of
guidance and/or interest, rather than the loss of traditional values or a culture change.

Other barriers include increased bureaucracy, CRB checks and associated costs which “put
people off doing voluntary work tremendously” [Kathleen]. Thus one older lady stopped
helping children because “l object to having a police check, frankly” [Kathleen]. She currently
helps a local social group for older people but fears that she may soon need a CRB check for
this, which, she thinks, “lunatic” [Kathleen]. All are recognised in the Giving White Paper,
published in May 2011, which addresses proposals to cut red tapes, reduce or replace CRB
checks with ‘Citizen-led self regulation’, and to raise travel expenses payable to volunteer
drivers and passengers (Cabinet Office, 2011).

Finally volunteering in Britain has its roots in Christianity and quite a few older informants
are devoted Christians and active volunteers, but they do not see this as the whole story. As
one puts it:

GGKFG R2SayQi YStEy (KehibstianSEDStheEe Gs2He & B K2 KS

Christian ethos. | think other people who are not Christians would also want to

K 2 dzN&
R2y Qi

KSt LI 20KSNJ LIS2LX S X FYR FTNRYWandg LRAYG 27

Another says,

GLGQa GOSNEB RATFTFAOMA G dm2 [&TRE LIAR d@A XK 200diall 32

it is part of Christianity, that you do try and help your neighbours as your

YSAIKO2dzNBE | NRPdzy R @2dz2 &2dz {y26 X odzi L &

KSf L) LIS2LJ S | N&Gthide®NA & GAlya |G Fffé
The 2007 national survey found that 67% of people who were ‘active’ in their faith were
volunteers, higher than 55% for atheists and 55% for non-activists. Among faiths, 66% of
people of ‘other’ faiths were volunteers, compared to 61% of Hindu, 59% of Christian and
45% of Muslim (Low et al, 2007). This suggests having a faith is neither an exclusive nor
distinctive contributory factor to volunteering.
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Suggestions to ‘nudge’ people to participate

While many people cannot or do not wish to volunteer, others might. These include the
healthy ‘young’ retired and the unemployed, and some respondents offer suggestions to
encourage, or ‘nudge’, these people. One active elderly volunteer thinks we should

.Sy O02dzNJ 3S LIS2LX S (2 NBIFf A addworKodi o0& @2fF d
can have pleasurable contacts; a psychological reward - you feel better in

82dzNB St FX SOSYy AT @2dz2QNB LKeaAOFffteée GANBR
@2dz KIS aSSy LIS2LX S avYAftS K2 g2dzZ RyQild K
togidS a2YS O0SYSTFAOG (2 &a2YS 2GKSNJ LIS2LX S X |
they themselves also gain, perhaps more would feel that it was worthwhile€

[Nancy].

As a senior voluntary organiser says;

AdQa AYLRNIFYG F2N Iy ettithadmedyng fom M) G2 FSSt
¢CKSNBQa y2 LRAY(HG GKSY R2Ay3 a2YSOGKAYy3 AT
FFGSNy22y YR LQ@S 320G G2 NHzy GKA& Of dzo |
Fda GKS LIS2LX S GKFG 02YS (2 (gkobreadP dzLIz WOI
YySAIGAGS a2NI 2F rRGBakl. I YR Al g2dz RyQil &2 N

And, another adds,

 S2LX S KIF@S G2 asSS GKS ySSRo ,2dz aSS 6SQ
a2YS GKAY]l] OGKSNEBTINBRRONI LISREN Gdz2Y@@NiG @ ¢ KS
GKIFG 282dz R2y Qi KI @S (2¢[KatbleeFAY | YOAI f & LI22

Summary and future prospects

This ‘Norfolk’ study broadly mirrors national trends. It has revealed the richness of ‘formal’
older volunteers, including the frail or disabled or ‘informal’ carers looking after dependent
relatives. Typically, older volunteers help older people in need in lunch clubs, day centres and
various social activities. They are motivated by a desire to help people in need or to
contribute to society, and all gained positive outcomes expressed in terms of social contacts;
friendship; psychological rewards (satisfaction, fulfilment and a sense of belonging); and
staying healthy and active. This is what keeps current volunteers committed and willing to
volunteer, but the need to find more, particularly younger, volunteers is pressing and many
organisations are struggling. Some have even closed, while others are still fortunate to have
public funding and paid staff to compensate for the shortages.

A key requisite is seemingly public funding to permit the use of paid staff to compensate for
the absence or shortages of volunteers. Yet, the Coalition government has now started to
make significant cuts in public funding for the voluntary and community sector which
provides civil society projects and grassroots services, including those successfully shielding
older people from isolation or depression. In 2008/9 total public funding to the voluntary
and community sector was £12.8bn - a third of the sector’s income. It is estimated that the
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sector stands to lose nearly £3bn over the spending review period (2011-2016), far too big a
hole for philanthropy to fill (Kane & Allen, 2011). Over 2,000 charities and community groups,
including many which support older people, are already facing funding cuts, and Norfolk is
no exception: a cut of over £35,000 to voluntary sector funding is expected in 2011/12 (False
Economy, 2011). Unsurprisingly, one local survey in London reported that 51% of
organisations had to close or reduce the level of services they provide as a result (LVSC,
2011).

It may be possible to enhance public participation or boost volunteers, though many people
lack the time to volunteer or have other responsibilities, i.e. full-time work, child-rearing and
caring for relatives. Nevertheless, unknown numbers of people do have the time, skills and
capacity to participate, so the crucial issue is how to unlock this potential community
capacity. Long-serving older volunteers emphasise the mutual benefits in helping people and
meeting needs in society, yet to develop this approach requires time and a culture change.
And, meanwhile, while existing older volunteers try to keep the Big Society going, public
spending cuts are undermining civil society and actually shrinking voluntary action, affecting
the vulnerable, including many older people.
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4 Case Studies

4.1. The care of disabled older people living at home

J 0 y stary: lecal authority-funded care

Aged 79, Joyce is widow with two children: a son who lives abroad, and a daughter who lives
near enough to visit her every Sunday to cook lunch and take her out to Tesco or the
city-centre if the weather is good. She has been wheelchair-bound for the last five years but
lives at home thanks to local authority-funded personal care twice a day, consisting of 15-30
minutes each visit: “I have carers morning and evening ...They just help me get out of bed ...
have a wash in the morning, help me get dressed and at night it’s the same thing ... It
enables me to stay in my own home, which is what | want”. She cannot cook but prepares
simple meals by herself: “I don’t worry about food ... | just like a sandwich or something like
that ... I can do me own sandwiches ... and | only have a sandwich in the week”.

Joyce has been to a weekly craft group in a local day centre for over twenty years, which is at
the moment only her day out. “I don’t go to anything else. | used to go to somewhere
Tuesday night, but of course | have to have care and I'm in bed by six ... | can’t go out at
night”. Joyce values the craft group highly: “I like the people, | like the work we do ... | like
talking as well ... Because that’s the only time that you get a social talk together”. However,
she expresses concerns over the sustainability of the subsidised craft group under impending
public spending cuts: “Are we going to be able to come here after summer? That we don’t
know. It’s not been told ... I've been coming here a long long time and made lots of friends”.

Joyce’s other, and more pressing concerns, however, are whether the current levels of her
personal care will be maintained under the cuts and the new “personal budgets” scheme.
She says, “l worry that they’re going to cut down my care. Or something like that, which they
could do easily. | need it, but you don’t know whether they’ll ... ‘cause if you get these
personal budgets, | think the idea is that you get that for yourself, but | don’t understand it all
at the moment so | can’t really answer that until ... somebody from Social Services who really
sits down and explains it to me. | don’t understand what it’s all about. | do worry uncertainty
of what the future holds”.

Ann s story: mixed care arrangements

Aged 87, Ann is a widow, and lives alone for 27 years. She has been suffering from arthritis
for the last 17 years which increasingly limits her mobility. “I manage, but with difficulty”, she
says. “I'm not very steady on my feet. I'm not in an awful lot of pain or anything but ... I'm
very unstable on my feet ... | can’t walk at all without a frame”. She started to receive daily
help over a year ago: “l pay to have someone 7 o’clock each morning until 8, to prepare my
breakfast [and] just to see that I'm all right”. In addition, she pays for two hours of cleaning
of her house once a week. Both are private arrangements and cost quite a lot: £350-400 a
month for the daily help and £17 for the two-hour cleaning. Ann says she could have help
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from the local authority but prefers private arrangements, because “they make
arrangements to your wishes, rather than to their convenience”.

Ann gets additional support from her daughter who lives over 100 miles away: she arranged
these private services, rings Ann every day, and visits her once every three weeks. “When
she comes ... she goes to Marks & Spencer’s and gets me ready-prepared food, so that | just
have to pop it in the oven, which | can manage.”, Ann says. Ann’s friend also helps, bringing in
any fruit or vegetables she needs once a week. So do her neighbours. One lady who lives
behind Ann calls in to have a cup of coffee with her once a week. There are also the people
across the road, whom she says, “If ever | want anything, they would get it ... but | don’t ...
depend too much on them, because quite honestly, some of them are quite old too”.

Ann goes to a local lunch club once a week. She says, “I like it very much ... | meet people
who are very likeable and have similar interests and | have a good meal”. She considers
eating together with other people a nice change from eating ready-prepared food on her
own. She pays only £3.50 for a 3-course meal and door-to-door transport by volunteer
drivers, which she thinks is “excellent”. Overall, she says, “It’s getting more difficult because
I’'m getting more disabled, but as long as | can manage it I'll come”.

Ann’s social life is rather restricted due to her limited mobility. She meets people of her
generation in the lunch club but does not make friends with them, because “I couldn’t get to
see them, apart from the luncheon club and several of them are fairly disabled.”, she says.
And, “My greatest trouble now is getting about ... It’s such a trouble for me getting in and
out, and such trouble for people getting me in and out that really, it's sometimes easier to
stay at home”. At home, Ann reads a lot: “Reading is very important to me”. She also enjoys
watching some television, seeing the birds in her garden, and having regular visits from her
daughter, a friend and a neighbour. Nonetheless, she says, “I perhaps wish that ... life were a
little more social, but ... on the whole I’'m all right ... It would be nice if | weren’t so disabled,
but ... lots of people are worse off, aren’t they?”

Charl es’” story: maintaining independenqd

Aged 65, Charles was first diagnosed with Multiple Sclerosis at 45 and was forced into early
retirement at 49. He has since suffered from arthritis and a heart problem and has very
restricted mobility. He has never married and has been on benefit since retirement. He lives
on his own in a publicly-subsidised purpose-built bungalow, provided by a housing
association. He moved there one and a half years ago because “the flat | was living was too
small and there was too much noise outside”. He is “very happy” with the new place,
because “I've got a lot more room ... I've got a lounge, diner, kitchen, bedroom and
bathroom ... a hall and an outer hall ... It is in an area specifically for disabled people ... [and]
it is very safe because it’s fully alarmed ... and there’s a warden on duty during day-time”.

Last year, Charles had a fall at midnight in the bathroom and, despite the security measures,
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it took him over an hour to get help because none of the alarms was within his reach at that
time: the bathroom alarm was tied up by someone and he was not wearing a necklace
alarm. He recalls: “In the end ... | managed to call them and then within quarter-of-an-hour
of me pressing the button and asking for help, people were coming round to help me”. He
ended up with nearly four weeks in hospital, not, he explains, because help had been
delayed, but because of hip fractures. He actually appreciates the security measures, though
these are not always properly in place: “The alarms are lifeline, definitely ... if | fall down and
| can’t get up, there’s help at the end of the line ... I've also got an intercom with the office.
They ring me up most mornings just to make sure I’'m okay”.

He also receives half-an-hour of personal care twice a week and one-hour of cleaning once a
week. When he needs to see a doctor, the doctor usually visits his place. Apart from these,
he manages on his own, despite very limited mobility: “I shop at Tesco’s on the internet ... |
can’t get on public transport because it’s too difficult for me”. He hardly goes into a
city-centre because he needs a special taxi which is too expensive, but is not house-bound
thanks to a mobile scooter. With it, he can go about for short distances, including regular
visits to a club house run by the housing association residents themselves. There, he
socialises with other residents once or twice a week, having lunch together and playing bingo
and other activities. In addition, he goes to a day centre once a week by the Social Services
minibus. He values it highly as it gives him “something to do. Otherwise, | was stuck in me
flat all the time”.

Charles is content with the current arrangements and not worried about public spending
cuts because “From what | can see ... I'm not going to lose any money ... I'm getting

III

everything that I’'m entitled to at the moment, so ... I’'m managing. Just

4.2. The experiences of carers

David’'s story: c¢crises of an elderly co

David retired over 15 years ago due to health problems. Now aged 68, he lives with his wife,
aged 62, who is his full-time carer. Their only son visits them regularly, and occasionally
comes and looks after David and gives his mother a break. “She does everything ... It is a lot”,
says David. Whilst he thinks that his wife is willing and happy to be his carer, David is worried
about her health and how she is coping. He has been suffering from painful rheumatoid
arthritis for years, but now his wife is also developing arthritis. “She need care. ... Really, she
do.” David says, but adds with a laugh that “she is stubborn”.

David’s illness has taken its toll, both on him and his wife. She has suffered from depression
and anxiety over the years, and things are getting more difficult than before. “It’s a struggle
... | am worried about her actually”. David also says that he has lost some confidence in
himself, which makes it difficult to go out and socialise.

After retiring, David’s illness was getting him down, and so his social worker recommended
to go to a weekly arts and crafts class at a local day centre. He says that joining the group

U
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“was to, you know, get me out the house ‘cause | wasn’t getting out or nothing”. David has
since been attending the class once a week for the last ten or so years, which is his only
regular activity outside the house. He enjoys and values it, as it gets him out and doing things
he otherwise would not do. “I never done nothing like it before”, he says. The class also
allows his wife to take a little break every week without having to worry about David. “When
| go out to the group, you know, she could go and see her friend ... and she knew | was all
right, you know, at the centre”.

David’s wife does not get paid for her work as his carer, and the couple does not receive
publicly-funded personal care or other services. The only support David obtains is subsidised
transport to the day centre, without which he would not be able to go. His wife still drives a
car and could take him to the day centre, but David does not want that. “That’s just putting
more work onto her again”, he says. Paying a full price for private transport (i.e. taxi) would
be too expensive, and he is reluctant to seek voluntary arrangements. “You don’t expect
people to do things for nothing”, he says.

At the moment, David’s wife still manages to look after him, but they are both getting older
and frailer. David says he could apply for a place in a care home if he paid for it himself, but
he and his wife have decided to continue living at home. “She don’t want me to go in”, David
says, but he knows that things are going to become more problematic in the near future.

Lucy’'s story: caring for an el derly mot

Lucy is 52 and has been her 86-year-old mother’s full-time carer since losing her job in 2009.
Her mother moved in with her almost ten years ago when Lucy’s father passed away, and has
gradually become “weaker, frailer, older” and less able to take care of herself. Accordingly
Lucy spent more time on helping her and found it increasingly difficult to balance her
full-time job and the responsibilities of being her mother’s carer, which eventually led her to
be made redundant. She says that losing her job “was very nasty and horrible at the time,
but looking back, it was a good thing”, because she used to be very tired at work and “it got
too difficult to do both”, she says. Lucy is therefore happy to have enough time for her
mother, but she is now under different pressures.

Because she is not working anymore, Lucy and her mother live primarily on pensions and
carer’s allowances. Lucy worries about the future, and what she will do when her mother
passes away. She has tried to save up some money, but her mother’s savings also mean that
the support they get is very limited under the current means-tested social care system. This
is a constant concern: “at the back of my mind all the time”, as is the difficulty of finding a job
again. Lucy is thus very careful with her money, but caught in a trap between having enough
money to pay for everything herself, and being poor enough to receive free social care: “If
you’re very well off... You're fine. ... Or, if you’ve got nothing, you’re fine. But if you're just ...
in that little bit in the middle ... you get hit the hardest”.
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Despite all these hardships, Lucy would like to help others as well. She has been a volunteer
for a weekly day group where her mother attends for the last year or so. She also helps a
carer’s group where she attends once a week. Recently she started to take her mother to a
singing group to increase social contacts. She is not yet a volunteer there but intends to be
once her mother is settled. Lucy values volunteering since this allows her to socialise with
others. She says, “l want to get involved. | want to help people and through helping other
people, it’ll help me”.

As for support for carers, Lucy comments, although there is quite a lot of support available
for carers, it does not come automatically. She says, “You have to find it yourself ... You don’t
say ‘Oh I’'m a carer’, so all of a sudden you get a lot of things. You have to find it”. She
emphasises the importance of accessing organisations that support carers and getting
personal advice and support. While there are some concerns, Lucy says that she does not
generally feel under stress about caring for her mother full time: "I'm not a stressy stressy
person, so, | just get on with it ... Life is stress, isn’t it? Everybody has some sort of stress ... A
lot of people think I'm lucky that | don't have to go to work ... but | miss work, because | miss
the people”.

4.3. The contribution of older volunteers

Pet er ' wlunseéringrafter strokes

Aged 65, Peter lives with his wife in a bungalow. He survived a major stroke at age 47, but
was incapacitated from work as a railway manager. He was left with some disabilities but is
largely independent: “l can do most things, but | can only use the computer with one hand ...
my hand works ... but there’s no pressure. It’s not completely paralysed but it’s lost all its
power ... 99% of the time | can do most things myself. It’s the odd 1% that causes me
trouble”.

While recovering, Peter started to go to a day centre craft group and a support group for
stroke survivors, recommended by his social worker. He recalls, “She got me into these
groups, because | had no social life at that time ... | didn’t really know what to expect or think
about it, to me that was just ... some way of getting to meet people again. ‘Cause, if | explain,
when you have a stroke you feel very isolated ... You lost all your social life, with your work
people and such”. Attending these groups helped Peter immensely: “It got me out again. It
got me mixing with people again. ‘Cause again, when you have a stroke, you not only lose
your social life, you lose your confidence to go out and meet people, because you’re no
longer how you were.”

Initially involved as a member, Peter later became a volunteer for the stroke group, and then
for another stroke group. His wife also helps children with learning difficulties, while Peter is
volunteering. Peter finds his own stroke experience valuable, “because you can relate to how
people are more, when you’ve been through it yourself - because | first had a stroke, | didn’t
even know what a stroke was, | must admit, but | realise now how it affects other people so
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badly ...You can then relate to that person”.

Volunteering also benefits Peter himself: “I used to do driving for this stroke group as well,
‘cause a lot of people couldn’t drive. Now two of them have learned to drive again, so now
drive themselves, but we remained friends, so in a way it widens your social circle”. He
enjoys keeping himself busy with volunteering and socialising as a retired person with ample
free time. He says, “I never had time, | was at work all full time ... as you’re retired you’ve got
the time ... and you make of your time whatever you want”.

Audr ey’ s story: vol‘helongieger i ng as regainin

Aged 70, Audrey is single and lives alone. She had suffered from severe depression a couple
of years ago which led her to retire after many years of work. This left her with “no basic
purpose in life ... [and] more or less alone in the world”. Nonetheless, she had a few friends
from her Church. One friend took Audrey to an arts and craft group in a local day centre,
where the friend has been a member for years. Audrey describes the group as “a place
where | was offered some activity to do ... | found it therapeutic, helpful to be doing
something ... I'm not a ‘crafty’ person, really... but my eyes have been opened to the
therapeutic value of it”. She goes on to say, “It restored to me a sense of belonging to come
to this group once a week and to help out a little bit ... so | felt part of a thing ... a group
again, and that helped me a lot”.

As she got better, she switched from being a service user to a volunteer, making tea and
coffee and helping other members. Meanwhile, she also took other voluntary work: “I walk
an old lady’s dogs for another organisation ... | also do a bit of admin work for the church
from time to time. And | also used to help with people - homeless people - doing the laundry
and talking to them”. Recognising the importance of “belonging” and mutual help, she has
further plans: “I’'m now moving into a complex of flats for the over-55s, where there will be
people and | shall have a chance to contribute and receive from a community, which is what |
lost when | had to retire because | was ill”.

Audrey is committed to volunteering, and explains why: “It’s fulfilling for me, and I've made
some friends and ... it’s good for me ... | want to contribute in some way to society. When |
was working, that’s a form of contribution; I’'m paying taxes ... Now I’'m not ... | think of it as a
contribution towards society and society supports me in many ways, and has done right since
| was born ... | want to have some input, basically, that’s it ... | think contribution is one way
of maintaining the fabric of society”.

Kat hl e e n’-lsngwlunteering Il i fe

Aged 81, Kathleen is a widow with two children and lives happily alone at home in a village,
which she calls “my comfort zone”. Since she was a child she has been very much involved in
various voluntary initiatives through her Church and village communities, which she says is
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typical for her generation. She is a member of her church’s Social Committee and a founder
of the church library, which has been running for over 20 years. She used to be a volunteer
driver for a local luncheon club for house-bound older people and a leading volunteer in the
Women’s Institute, started in the 1950s. She is now a volunteer for a new local women’s
group with 80 members, mostly in their 70s and over. In addition, she and her elderly friends
pay regular visits to local older people living alone and residents in care homes to have a chat
or bring a book from the church library.

She is also involved in the community through other activities. She is a founding member of a
walking group, started over twenty years ago. They initially consisted of a dozen local friends
and their partners in their 60s but now only one-half are alive. They cannot walk any longer
so they just meet for lunch and coffee but “They’re a very important part of my life”, Mary
says. She also attends local exercise classes for frail or disabled older people; goes to
theological society meetings; and visits and welcome her relatives and friends all over the
world.

Kathleen has been experiencing deteriorating health in recent years: “I've had two of
Transient Ischemic Attacks ... I've got very ... very arthritic hips and knees ... It’s very, very
tiring”. These problems dictate the degree and kind of volunteering, but do not stop her
volunteering. Indeed, she is committed to voluntary work within her capacities and does
volunteer, as mentioned. She explains her reasons for volunteering as “partly it is if you have
good enough health to go out and do things ... partly it is we all keep each other going ... It’s
helping people to go to things. It’s that we want to see our friends and be with our friends.
We want the stimulation in our heads ... It’s all to do with relationships and friendships”.
Personally she adds her Christian faith as an important factor: “I think, yes, it is part of
Christianity that you try and help your neighbour ... Your neighbour being everybody”.
However, Kathleen does not see this as being unique to Christians and emphasises the many
non-Christian devoted volunteers with whom she is friends.

Kathleen regards volunteerism as an integral part of society. “I'm very much in favour of the
Big Society. People helping each other”. But she is not all that optimistic: “It’s pity that the
generation of my children ... don’t do more voluntary work ... It’s all being left to old people
to do and we’re going to die out”. Why don’t they volunteer? She expresses her views: “I
don’t think the younger generation are as socially conscious as our generation. Not so into
voluntary work as our generation ... it’s not that they don’t want to help ... they just haven’t
got the tradition of joining together in groups to do things ... and they do work very long
hours nowadays”. She concludes: “You have to leave it to people to see the need and
volunteer ... we’re all so much more affluent now. People don’t see the need. They think
there aren’t the number of poor people about. They don’t realise that you don’t have to be
financially poor to need help”.
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5 Conclusions and Recommendations

This CUE East qualitative research project provided first-hand experiences and views of
community care and social engagement for older people living at home in Norfolk. One key
feature emerging is the significant role and contribution made by the voluntary and informal
sector. Its main actors are formal volunteers and informal carers (i.e. family, friends and
neighbours) and many of them are themselves older people, including the frail or disabled or
those performing dual roles as formal and informal volunteers. All are committed to regular
and essential support to older people in need, many of whom would otherwise be unable to
remain at home or have any ‘social engagement’ opportunities. Overall, older people are
very often ‘contributors’ rather than ‘dependant burdens’ on society, and are key actors in
pursuing the ‘Big Society’, fostering mutual help and public participation. This is recognised
locally by the Norfolk Older People’s Strategic Partnership Board report (NOPSPB, 2010); and
nationally by the Women’s Royal Voluntary Service: the value of formal volunteering by older
people was estimated to have saved public social services £10bn per year, while informal
social care saved £34bn, with donations to charities and family members totalling an
estimated £10bn (WRVS, 2010).

Equally important is the critical role and contribution made by the public sector: Norfolk
County Council provides direct, though exclusive, social services to older people most in
need; subsidised transport to give older people access to social programmes; and grants to
charities providing social and support programmes for older people and family carers. The
study has found that some social programmes have been surviving thanks to the grants
which permitted the use of paid staff to compensate for the absence or shortage of
volunteers, while other programmes were closed due to the lack of public funding and
volunteers. Thus, public sector support is as vital as voluntary and informal efforts to create
the Big Society.

Looming in the background to these activities is the impact of dramatic cuts in UK public
expenditure, estimated at £20 billion in real terms in total between 2009/10 and 2015/16, a
fall of 3%. Charities will lose almost £3bn over the spending review period, 2011-16, a fall of
7.7% (Kane & Allen, 2011). Norfolk is no exception: over £50 million cuts in adult social care,
including £6.4 million in the independent and third sector, are planned for the next three
years, 2011-14 (NCC, 2011). Indeed, the study has shown that the impact of cuts is already
threatening older people in Norfolk, as elsewhere, and is likely to intensify throughout the
Spending Review period (2011-16) and possibly beyond.

However, the study has clearly shown the importance and benefits of social engagement for
older people in need through social programmes as well as the contribution from
programme providers, often volunteers. It also suggested unknown numbers of ‘hidden’
older populations being excluded, left isolated and struggling financially, physically and
emotionally. All told, it emerges that there is a clear need to enhance services for older
people to meet further demands and also to compensate for the loss of public provision,
despite harsh current circumstances. Hopefully, this study will help inform ‘positive’ policy

Mayumi Hayashi, CUE East Report: The Care of Older People in Norfolk, 2011 43



and service developments locally and contribute to the ‘Big Society’ discourse on practical
and feasible aid in the context of an ageing population and fiscal restraints. It is also hoped
that the often-neglected ‘voices’ from older people and carers in the study will be fully
recognised and valued, and reach a wider, possibly more influential audience.

5.2 Recommendations

From the research findings, three sets of recommendations emerged.

‘Social engagement’ recommendations:

A

Increase public resources for the voluntary sector outreach social activities coordinators
who help ‘left-out’ vulnerable and isolated older people lacking practical support -
whether formal or informal - to access to a social activity.

Continue to develop successful ‘mutual benefits’ and more ‘user-led’” models, such as
pub socials and inter-generational work to boost membership and ensure sustainability.

Caution about adopting an ‘integration’ approach, opening up to the general public and
visitors, as this may not be appropriate for everyone.

Make sure to involve older people in planning and developing social programmes to
reflect their changing and varied needs and wishes and also to retain them.

Ensure that there is adequate public funding for charities further to develop social
groups to compensate for the loss of publicly-run groups and to meet an ageing
population profile.

Make sure that subsidised transport and support for smaller and specialised groups are
guaranteed to support the needs of the most disadvantaged members.

n f oarersi eetomnmendations:

Develop ‘means’ to deliver information for carers in an appropriate and timely manner,
perhaps using personal contacts rather than printed text or automated telephone
advice.

Increase subsidised services, particularly respite care, for people disqualified from public
provision.

Consider creating the possibility of opting-out of ‘personal budgets’, or alternatively
developing an accessible and non-time-consuming personal budgets planner tool, with
comprehensive lists of services and details of their price.

Ensure that there are more breaks, leisure activities and ‘sharing experiences’
opportunities for carers, along with support for ‘hidden’ carers who perhaps
underestimate their caring responsibilities.

Vol un treeommendatipns:
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Learn and share best practice in the recruitment and management of volunteers.

Increase public funding to have paid staff to compensate for the lack or shortages of
volunteers.

A Consider where cost efficiencies can be made without affecting, or at least minimising
disruption to, service users.

A Make certain that there is adequate support for volunteers to maintain and enhance
their participation.

A Consider whether certain barriers to volunteering can be reduced to boost the numbers
of volunteers and hours of volunteering among existing volunteers.
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7. Appendices

7.1 Lists of research partners (as of August 2011)

“Un
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Norwich Business School

Norwich Medical School

School of Allied Health Professions

School of History

School of International Development

School of Nursing Sciences
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Age UK Norfolk & Norwich

Broadland Housing Association, Norwich

Carers Council for Norfolk

Cringleford Lunch Club & Men’s Breakfast Club

Crossroads Care, Norwich & East Norfolk

Educational Centres Association, Norwich

GPs, Norwich

Griffon Area Partnership, North Walsham

Heartsease Fun Afternoon, St Francis Church (Age UK Norwich)
Marion Road Centre (Age UK Norwich)

Mattishall Primary School, Dereham

Norfolk & Waveny Mental Health Partnership

Norfolk Counselling & Learning Matrix (C.A.L.M.)

Norfolk County & Norwich City Council Adult Community Services (Ex. Social Services)
Norfolk Local Involvement Network (LINk)

Norfolk Older People’s Strategic Partnership Board

Norfolk Social Workers Group

North Norfolk Older People’s Forum

Norwich and District Carers Forum

Norwich Living History Group

Pabulum Café, Wymondham (Age UK Norfolk)

Seabrook & Ashby Court Sheltered Housing Schemes (Age UK Norwich)
The Norfolk Sound Archive (part of the Norfolk Record Office)
Thorpe St Andrews Arts & Craft Group

WISE Archive
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7.2 Summary of participant characteristics

Name Gender Age Marital Main role Other role Health Care delivered by
status problems

Audrey F 70 Single Volunteer  Ex-user Ex-yes Ex-friends &Private

Elsie F 68 Married User Volunteer Yes Husband

Harold M 72 Married User No Yes Wife

Peter M 65 Married User Volunteer Yes Wife

James M 60 Married Carer Ex-volunteer No -

Lucy F 52 Single Carer Volunteer No -

Charles M 65 Single User No Yes Local Authority (LA)

Joyce F 79 Widowed User No Yes LA &Daughter (D)

Celia F 67 Married User No Yes Husband

David M 68 Married User No Yes Wife

Elizabeth F - = Provider Ex-carer - -

Jenny F - - Provider Ex-volunteer - -

Alice F - 5 Provider  Ex-volunteer - -

Erica F - - Provider No - -

Pat F 77 Married User - No -

Catherine F 78 Single User - - -

Dorothy F 88 Widowed User - _ _

Judith F - - Provider ~ No y -

Kathleen F 81 Widowed Volunteer No Yes Friends & Neighbour

Nancy F 80 Widowed Volunteer  Ex-carer No -

Ann F 87 Widowed User Ex-volunteer Yes Private, D & Friends

Rachael F - - Provider - B .

Notes: All names have been anonymised. (-) Question not asked/answered.
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