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Preface

We all like categories. They help us make sense of the world and feel
more comfortable. And so we have ‘young people’;‘middle aged people’
and ‘older people’. These familiar categories automatically entreat us to
consider differences. Yet an extra moment’s thought might redirect us to
a view that any differences are actually smaller than the similarities of
shared humanity between the groups.

An older person is not an alien species — simply our (former) selves
grown older. Older people value today what they valued yesterday —
that is: independence; life roles; connections with family, friends and
communities; fun; challenges; etc., etc. What needs to be recognised is not
the ‘oldness’ of a person, but their individuality.

It is this individuality that can so easily become submerged
and hidden from view in the pressure caldron that characterises our
contemporary health and social care system.

This Older People’s Narrative serves to remind us of vital core values
to which we all might lay claim — but restated through the eyes of an
older person.In a sense, it is a shame that there is a need to restate these
values. But we are where we are.

Professionals and service providers need explicitly to reconnect with
these core statements. The narrative is designed to lift the individual
within the older person label into clearer focus — not an alien being, but
simply a human being who has lived longer.

John Young

National Clinical Director for Integration & Frail Elderly, NHS England; Honorary Consultant
Geriatrician, Bradford Teaching Hospitals NHS Foundation Trust; Head, Academic Unit of Elderly
Care and Rehabilitation, University of Leeds
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ntroduction

The set of narrative statements published in
this document describes the way older people
want high quality coordinated care to support
them.This document is intended to be used

as an extension to the Narrative for person
centred coordinated care’ published by National

Voices and Think Local Act Personal, in May 2013.

Together they will help commissioners and
providers to work together with older people,
to design care and support that will be
successful in achieving the outcomes that
matter most to them.

Why older people? Why now?

Our population is ageing by five hours a day”.
The number of people in the UK over the age
of 85 is set to double in the next 20 years and
treble in the next 30° As a consequence older
populations will form a growing proportion of
our society.

75% of 75 year olds have more than one
long-term condition, rising to 82% of 85 year
olds*.The majority of older people may therefore
have multiple physical and mental health needs
which require input from across primary care,
secondary care settings and social care.

For older people living with frailty or
complex needs, health and quality of life is
vulnerable to sudden changes. A ‘trigger event’
such as a fall, or a change in circumstances
like the loss of a carer, can result in a rapid
deterioration in health and significant loss
of independence. It may also lead to sharp
increases in the costs of care. With better care
planning and more tailored support, many such
episodes could be avoided, or the need could at
least be anticipated and better managed.

Therefore, it is becoming a priority for
health and social care systems to look at how
they respond to the needs of older people. In
particular, how they identify people who are at
risk of such crises and how they then ensure
that proactive strategies are in place. This
enables services to intervene early and support
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people to avoid distressing emergencies, which
typically carry with them a substantial human
and financial cost.

Why additional statements were needed
The Narrative for person centred coordinated
care has provided a single, common cross-
system definition of the goals for care
integration. It was consciously designed to be
‘generic’and equally relevant to all groups of
people who need to use multiple health and
care services over time. This generic approach,
however, might exclude some factors in the
care of older people that are very significant

to them, but do not always apply to other
groups. National Voices, UCLPartners and Age
UK, working with other partners and with older
people themselves, set out to examine whether
this was true.

We looked particularly at older people who
might be vulnerable to sudden deterioration
in their health, possibly including crisis or
hospital admission. They might be described by
professionals as frail’— but, as we discuss later,
this is a term that older people themselves reject.

Similar pieces of work with other groups
of service users —such as people using mental
health services —resulted in quite extensive
new sets of | statements giving their particular
perspectives on their care and support.°With
older people, there was a different need.

Although we found that the domains
and statements in the existing Narrative were
relevant to them, the older people we spoke to
were less concerned about the specific shape or
type of service provision,and more concerned
about the outcomes that matter in relation to
living their lives.

This new Narrative seeks to articulate
these outcomes, and we urge commissioners
and providers to consider adopting these
statements alongside the generic Narrative as
the goals of care for older people, particularly
those with complex needs.



"National Voices & Think Local Act Personal (2013) A Narrative
for Person-Centred Coordinated Care. http://www.england.
nhs.uk/wp-content/uploads/2013/05/nv-narrative-cc.pdf

2 Kirkwood (2006) Too Fast By Mistake. Nature 444:1015-1016

? Office of National Statistics (2013) National Population
2012-based Statistical Bulletin. London: ONS.
http://www.ons.gov.uk/ons/dcp171778_334975.pdf

4 Mercer (2011) The Scottish School of Primary Care’s
Multimorbidity Research Programme. http://www.slideserve.
com/ryann/multimorbidity-in-scotland

° National Voices & Think Local Act Personal (2014) No
Assumptions: A Narrative for Personalised, coordinated care
and support in Mental Health. http://www.england.nhs.uk/
wp-content/uploads/2014/08/no-assumps-mh.pdf
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http://www.slideserve.com/ryann/multimorbidity-in-scotland
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Independence

® | am recognised for what | can
The I Statemen ts do rather than assumptions
being made about what |
cannot

Community ® | am supported to be
interactions independent

® | can do activities that are
important to me

@ | can maintain social contact
as much as | want
® Where appropriate, my family
are recognised as being key to
my independence and quality
of life

Care and support

® | can build relationships with ... a harrative Decision ma kmg
people who support me for coordinated YT my own decisions,

® | can plan my care with UJelelelaRCIQOllCM  \ith advice and support from
people who work together people family, friends or professionals

to understand me and my if | want it
carer(s), allow me control,

and bring together services

to achieve the outcomes

important to me

® Taken together, my care and
support help me live the life |
want to the best of my ability




arch methods

In order to develop a specific narrative for older
people, reflecting the different perspectives and
preferences of that population group, we needed
to invest time listening to them, asking them
‘What matters most to you?’ and reflecting on
the key themes that emerged.

The research, carried out between May 2013 and
March 2014, included:
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A literature review of existing research
and materials to understand core themes
and provide a foundation for interviews to
build on. Published and grey literature was
included that contained the search terms:
older people, frailty, frail, vulnerable, [and]
person-centred, outcomes, care needs.

An online survey and two focus groups

to gather the perspectives of health
professionals, system leaders, carers and
older individuals, both reflecting on the
existing Narrative for coordinated care

and suggesting additional themes and
statements that are relevant for older people.
43 people participated in the focus groups
and 28 responded to the online survey.

Ethnographic research conducted by

IPSOS Mori on behalf of Age UK to explore
the experience of living with frailty®. The
researchers spent around 30 hours with five
households, seeing the impact of living with
frailty and some of the ways older people
adapted to live with changing needs.

1:1interviews with older people exploring the
things that are most important in their lives;
their experiences of accessing services and
support; and attitudes to terminology such
as ‘frail’,‘old’, ‘elderly’, ‘older’.

74 semi-structured interviews were
conducted with participants aged over 75
years, each lasting on average 25 minutes.
Interviewees were recruited from Age UK
day centres (51%), hospital wards (42%),
house-bound GP patients (4%) and Age
UK befriending services (3%). Purposive
sampling was used to ensure that the
cohort was varied in terms of: functional
ability, level of support received, cognitive
ability, age, cultural and ethnic groups, social
classes, urban and rural settings and living
arrangements.

Interview research cohort:

® Average age of 84

® Ethnicity of participants fell mid-
way between figures for London and
England as a whole (White British: 80%,
Indian: 7%, Black: 6%, Other: 7%)

® 63% lived alone (including in sheltered
housing),18% lived with family, 8%
lived with a partner and 4% had other
arrangements (7% unknown)

® 42% owned their accommodation, 31%
rented, 3% other (24% unknown)

® 28% were independently mobile, 68%
were independent with a walking aid,
and 4% were not mobile.

® 47% had formal support packages in
place.23% had no form of support
(formal or informal) (30% unknown).

IPSOS/MORI (2014) Understanding the lives of older people
living with frailty: A qualitative investigation. IPSOS/MORI for
Age UK http://www.ageuk.org.uk/frailty
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hat matters most
older people: key themes

Independence:

Independence was described by the majority of
the older people we spoke to as one of the most
important things to them. For most this meant

being able to ‘do what | want, when | want’ and

‘getting out and about’.

Support from either family and friends
or formal carers to maintain a level of
independence, particularly when mobility
was limited, was not seen to impact perceived
independence. In both the interviews and
ethnographic work, people who were supported
and able to adapt to changing health needs
were able to enjoy a better quality of life.

Their perceptions of their own health and
perceptions of their independence did not
necessarily correlate, suggesting that older
people do not want to be defined or limited by
their diagnoses.

There can be a tension between
independence and safety. Whilst several
studies in the literature review spoke about
independence and safety, they did not delve
into the meaning of these and many studies
appeared to be very ‘problem focused’ rather
than looking at the people with frailty
themselves as individuals.

Being able to do activities that were
important to them, also helped to maintain
a sense of achievement and identity. For
example, many interviewees described great
pride in doing the washing-up or housework
and disappointment when these habitual
tasks were taken over by carers. The workshop
participants suggested that independence
was about more than attending to the basic
activities of daily living — but about being able
to do activities which were meaningful to
them and even having the opportunity to try
new activities.

Community interactions:
Many of the older people we spoke to said that
they did feel part of their community. But there
was also a sense of people wanting to have
control over the amount of social contact they
had — some wanted much more social contact
but others valued time alone.

Many described feelings of loneliness. Many
said that they missed friends who had died
and in some instances, there was resignation
that they could no longer expect to have peer
relationships. This was often associated with
losing a partner.

Surprisingly, in the interview cohort there was
a higher correlation of self-reported loneliness in
those that lived with family than those who lived
alone and therefore felt they needed to make the
effort for social interaction. This highlights that
having frequent social contact is not enough to
prevent feelings of loneliness.

Decision making:

Individuals wanted to retain choice and
control of decision making. However many
also described the desire for clear guidance
and support from professionals and family.
In many instances family were the first port
of call for both accessing support and for
discussing decisions.




£
O “Ifeel lonely when | get
up in the morning. | hate
mornings... you want to
talk to somebody about
something, or you thought
of something in the night,
or sometimes something
happened, when you walk
into the house and you
want to tell somebody
and there's nobody
here to tell.”
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“I miss social 4"/;
interactions.
| don’t mean going
out whatever,
I mean having
a good
conversation.” .

.

4
m
-~

>

A

eg
N

Care and support:

Both the workshop and the interview
participants emphasised the social aspects of
care in addition to the practical components.
People often described their satisfaction or
dissatisfaction with their care in terms of
personal relationships rather than the actual
care that was being delivered.

It is important to note that the older people
we spoke to did not generally draw a distinction
between health and social care support; they
saw their support as one entity.

There appeared to be limited awareness or
discussion of formal care plans and although
some interviewees said that they had thought
about the future, this was seldom with regards
to advance care planning or end of life care.
Most participants referenced the future with
regards to plans in place for supporting family
in their absence, funeral arrangements, or more
generally as an inevitability over which they had
no control, and therefore a desire to ‘take one
day at a time’.

To summarise what was important in terms
of care and support, the survey and workshop
participants found the composite statements
from the existing narrative very useful, hence
these were carried into the care and support
section of this narrative.

Terminology:

There were mixed views on the terms ‘old” and
‘elderly’, but ‘frailty’ was almost universally
rejected. Though there was some sense that it
could be recognised in others, people did not
see it as a way to describe themselves.

Development of the | statements

The | statements were initially drafted by
the steering group around the above key
themes that emerged from the literature
review, the survey and the workshops — but
with particular reference to what the older
people we interviewed described as being
most important to them.

The narrative was then reviewed, revised
and verified through further discussions
with older people. The group felt it was
essential to ensure that the narrative
reflected the views of older people and that
the statements resonated with them.
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Using the | statements

The research we conducted for this narrative
illuminates the challenges of long-term
conditions and frailty from the perspective of
older people with care and support needs. This
poses some key challenges for health and care
services.

® Perception of health: An effective approach
to supporting older people living with frailty
is not simply about ‘managing long-term
conditions’. While older people recognise
the constraints that their health conditions
sometimes place on their lives, they have told
us that they do not identify themselves by
these conditions and that they are focused
on living their lives —not on a preoccupation
with their health. This implies that there will
be limits to the success of strategies that
seek to engage people only through their
management of their health.

® Use of care services: People do not picture
their lives in relation to their use of care
services. Indeed, when asked about who
would be their first point of contact for a
health problem, very often people cite a
family member (e.g. their spouse or child) as
their principal adviser and the person who
would make, or suggest making, contact
with services. This implies both a need for
mainstream services to establish proactive
outreach; and a need to work closely with
family members and informal carers in
support of the person.

Independence: Although older people
want to be able to get support when

they need it, they also want to remain as
independent as possible. The value of care
and support is that, as the | statement says,
it ‘help(s) me live the life | want to the best
of my ability’. This can present a challenge
in that rehabilitation services are often
stretched and there can be a perception
that it is quicker for staff to ‘do something
to’a person rather than encourage
independence. There can also be a ‘risk
averse’ attitude among both health and
social care staff and older people’s families,
which results in people being discouraged
from participating in activities of daily
living where it is felt that there may be a
perceived risk to their safety.

Social support: The research has also
highlighted the importance of social
support — both as part of their community
but also in relation to feeling that they have
a personal and social relationship with the
health and care professionals with whom
they come into contact. This presents a
challenge in terms of the time that health
and social care staff have available.

“I'm
independent
because I'm living

my own life in my own
home and | love it. I'm

ninety two and | can
still do that. | call that
. independence.”




“I'm
extremely

lonely. | miss
my wife.”

It is intended that these | statements will be
used to encourage health and social care
« . 8
services to work together to focus on the
dik It over g
. outcomes that are important to older people
Wlfh my da ughter in their population. We would encourage
) people working within health and social
She Sone Of th oSse th le care services to reflect on the issues
identified in the | statements.
as long as you want to For example
- ) . . .
be independent, sne’ll let ® Are we helping people to maintain
independence?
)/OU be' [fShe thought @ Are we enabling older people to build
SOm eth Ing Wdas radlca/b/ and maintain relationships with their
professionals and practitioners?
W”O”g, She WOU/d dO ® How to reach out to people in ways
| 2 which are not solely dominated by ‘health
som Eth/ng management’ considerations?
® How to work with family and informal carers
and supporters?

Health and social care services should also
reflect on whether they are measuring
what is important to older people.
S For example, maintaining

- independence and social

= 2

& - .

T S interaction are recognised in
- social care but are less likely
to be seen as outcomes

by which mainstream
health services and
practitioners judge
their success. This will

have to change.
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The ‘frailty’ challenge

As discussed in the introduction we have an
ageing population, and across England local
areas are prioritising care and support for older
people.To help identify older people at risk of
poor health outcomes, considerable effort is now
put into better defining ‘frailty’, in the hope of
managing it as a long-term health condition.
The British Geriatrics Society (BGS), in association
with Age UK and the Royal College of GPs (RCGP),
has produced guidance on recognising and
managing frailty outside of hospital.’

A key feature of frailty is that it describes a
person at a higher risk of a sudden deterioration
in their physical and mental health. This will
include people who could otherwise be very
stable and low users of health services. It will also
include people who require high levels of support
and may be at the end of their lives.

Recognising a spectrum of need that
overlaps, rather than duplicates long-term
conditions management is an important
message. As a system, this means that having
frailty in mind when identifying, assessing and
planning care needs will be vital to achieving
better outcomes for older people and preventing
the need for crisis or emergency care.

A foundation of good practice will mean
coordinating older people’s support needs
across all of the agencies and people involved in
their care, including informal care and support
as well as that provided by voluntary and
community sector groups.

“l identify
with getting

older. I'm
not frail.”

Call for a national dialogue on frailty:

This research has focused on asking older
people what matters most to them and it

has reminded us that the older person’s
perception of what constitutes good health or
frailty is often very different to the clinician’s
perspective.

Even patients with a number of health
conditions, who we may describe as being
frail, did not associate themselves as such, and
wanted to be supported to be as independent
as possible.

Significantly, older people have told us that
they do not like the term ‘frail’ or “frailty’ and
very few wished to describe themselves using
these terms. In fact, this narrative was originally
about ‘frail’ older people, but we soon dropped
that word in the face of its rejection by the very
people we were working with.

This presents us with a dilemma: How do
we ensure that we identify frailty as a trigger
so that people are referred appropriately within
the health and social care system? And how do
we do this in a way that is acceptable for older
people and enables them to work in partnership
with their professionals? Health commissioners,
practitioners and services may be investing in
frailty strategies that risk being rejected by the
people with whom they are seeking to work in
partnership.

We are therefore issuing a call for a
new national conversation. We need to
understand better how older people with
health conditions and those whose job it is to
commission and provide their care services,
can find a common language and principles
for working with each other.

It is vital that this conversation continues to
be led by the views of older people.

"British Geriatrics Society (2014) Fit for Frailty.
http://www.bgs.org.uk/campaigns/fff/fff_full.pdf
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UCLPartners UCLPartners is a leading academic health science

TR partnership that supports the healthcare
system serving over six million people in parts
of London, Hertfordshire, Bedfordshire and
Essex. Member organisations from higher
education and the NHS have come together
through UCLPartners to improve health
outcomes and create wealth for the local
population at scale and pace.

Website: www.uclpartners.com
E-mail: contact@uclpartners.com
Twitter: @UCLPartners

National Voices National Voices is the national

s coalition of health and social care
charities in England. We work
together to strengthen the voice of
patients, service users, carers, their
families and the voluntary organisations

that work for them.
Website: www.nationalvoices.org.uk
E-mail: info@nationalvoices.org.uk
Twitter: @NVTweeting
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age UK Age UK is the country’s largest charity dedicated to
Love later life helping everyone make the most of later life. The over-

60s is the fastest-growing group in society and there are
more of us than ever before. At Age UK we provide services
and support at a national and local level to inspire, enable and
support older people. We stand up and speak for all those who

have reached later life, and also protect the long-term interests of
future generations.

Website: www.ageuk.org.uk
E-mail: contact@ageuk.org.uk
Advice Line: 0800 169 6565
Twitter: @age_uk
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