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“I’m still me: a narrative for co-ordinated 
support for older people”  

Published December 2014

Aim - to reflect on the National Voices 
Narrative for Co-ordinated Care in 
relation to frail and older people…

…by asking frail and older people



The methodology:

Between May 2013 and March 2014:

• Literature review (Age UK)

• Online survey and focus groups (UCLP) – to reflect on existing narrative and 
suggesting additional themes and statements.

• Ethnographic research (IPSOS MORI on behalf of Age UK) – researchers spent 
around 30 hours with 5 households

• 1:1 interviews (UCLP) – 74 semi-structured interviews conducted with participants 
aged over 75 years. 

• (Reiteration of the draft I Statements with older people.)



• Inclusion criteria:

– Aged over 75 years

– Living in own home

• Recruitment:

– Age UK day centres – 51%

– Hospital wards – 42%

– House-bound GP patients – 4%

– Age UK befriending services – 3%

• Purposive sampling to ensure 
representative cohort.

Interview cohort:

– Average age – 84

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

– 48% lived alone (including in sheltered 
housing), 13% lived with family, 6% lived 
with a partner, 2% had other 
arrangements

– 47% owned their accommodation, 31% 
rented, 3% other (21% unknown)

– 28% independently mobile, 68% 
independent with a walking aid, 4% not 
mobile

– 47% had formal support packages, 23% no 
form of support

The 1:1 interviews:



Independence

• One of the most important things

• Mobility a key factor

• Perceptions of health and independence 
did not necessarily correlate – older 
people do not want to be defined by 
their diagnoses

• Tension between independence and 
safety

• More than ADL  - need for meaningful 
activity to give sense of achievement 
and identity

• Opportunities to try new activities.

“I can do what I want, when I want”

“I’m independent because I’m 
living my own life in my own 
home and I love it and I’m 
ninety two and I can still do 
that, I call that independence.”

“being able to get out 
and about”



Community interactions

• Most felt part of their 
community

• Need for control over amount 
of social contact

• Loneliness – often 
exacerbated by 
bereavements

• Loneliness not necessarily 
linked with frequency of 
contact

“I feel lonely when I get up in the morning, I 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”

“I’m extremely 
lonely. I miss 
my wife”

“I just have the television for company”

“I miss having a 
good conversation”



Decision making

• Wanted to retain choice and control

• But wanted more guidance

• Reliance on family

“I speak it over with my 
daughter…she's one of those that 
as long as you want to be 
independent, she'll let you be, if 
she thought something was 
radically wrong, she would do 
something”

“Well you’re not in control of your 
health because things happen to 
you.…
I think it’s important that you do 
make your own decisions but at 
the same time you have to listen 
to a professional, that’s what 
they’re there for.” 



Care and support

• Emphasis on the social aspects of care

• Lack of distinction between health and 
social care

• Reluctance to plan ahead

”I like the company of 

them just coming into 

my home and I feel 

she’s part of it now…I 

wish she had more 

time”

“I had too many 

carers…yesterday, 

another one came 

in. I said…I don't 

know this carer”

“I like to be 

known by 

my name 

and not that 

old woman”



Terminology

• Mixed views around ‘old’ 
and ‘elderly’

• Rejection of the term 
‘frailty’

"Physically I'm 
limited, there's only 
so far I can walk but, 
no, I don't think of 
myself as frail. 
There's life in the old 
girl yet."

"frail sounds very weak, I 
am physically weak but 
mentally I’m not weak, 
that's why I don't want to 
be called frail."

"I identify with 
getting older. 
I'm not frail"





The challenges highlighted:

Perception of Health:

• An effective approach is not just about managing long—
term conditions

Use of care services:

• Family often first point of contact

• Need for proactive outreach

• Need to work closely with families/ informal carers

Independence:

• Stretched rehabilitation services

• Quicker ‘to do to’

• Risk averse attitude

Social support:

• Need for social relationships with health and care 
professionals – time!

• Need for social support

Need for a dialogue on how we define 
and manage frailty….

• How do we ensure that we identify frailty as a 
trigger so that people are referred 
appropriately within the health and social care 
system?

• Frailty as a long term condition - living WITH 
frailty rather than BEING frail?

• How do we do this in a way that is acceptable 
for older people and enables them to work in 
partnership with us?



Frail? Ken’s story:

• 100 years old
• A number of co-morbidities
• Close to end of life

• Twice weekly domestic assistance
• Use of technology – IPAD
• Pilates classes

“my health is ‘pretty good’ ”

“independence is doing things for others”

“nobody calls me frail”
Picture courtesy of the Hemel Hempstead Gazette. 
Thanks also to Ken’s daughter for giving us permission to 
share his story.



What we hope this work will achieve:

“To encourage health and social care services to work together to focus on the outcomes that are 
important to older people in their population”

We need to reflect…

o Are we helping people to maintain independence?

o Are we helping older people to build and maintain relationships with their professionals?

o Are we reaching out to people in ways not dominated by ‘health management’?

o Are we working with family and informal carers and supporters?

o Are we measuring what is important to older people?

How do we continue the conversation...

…with older people and those living with frailty?



Discussion:

• What are your reflections on the ‘I’m 
Still Me’ I statements and 
LittleThingsTLC?

• Do you feel that you are able to meet 
their principles?

• What limits your ability to do this?

• What could you do differently?
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