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Aims of the

session

To share the findings of doctoral research,
evaluating care within a community
setting provided to three (deceased)
older people who experienced frailty

To gain a critical awareness of how
occupational therapists can contribute to

supporting older people experiencing
frailty

To reflect on the organisation of end of
life care within occupational therapy

practice in supporting older people living
with frailty




Frailty

“Pragmatically, at some point, the number
of things that people have wrong with them
becomes more important than the exact

nature of what they have wrong with
them...”

Rockwood & Theou, Introduction to Frailty in Ageing, 2015
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Narrative accounts of frailty

In constructing a life A satisfying routine and Familiarity with death, as
“well lived” gaining rhythm of everyday life older people are exposed to
satisfaction from provided a platform to their own ideas of mortality
participation in everyday accommodate continued through the lives and
roles and tasks is participation, mediating deaths of those around
essential the experience of frailty them.

Grenier (2006;2008); Lloyd-Williams et a/ (2007); Hurd-Clarke et al (2011); Nicholson et al (2013); Bravell et al (2010), van Wijngaarden et al/ (2015)


https://www.google.co.uk/imgres?imgurl=https://adfs.northampton.ac.uk/adfs/portal/logo/logo.png?id%3D2CFEBA896E4F4A3A08305CB175C1264F230D3B29BC3B131D8A80CDE8D0268D39&imgrefurl=https://adfs.northampton.ac.uk/adfs/ls/?wa%3Dwsignin1.0%26wtrealm%3Durn:federation:MicrosoftOnline%26wctx%3Dwa%3Dwsignin1.0%26rpsnv%3D3%26ver%3D6.1.6206.0%26wp%3DMBI%26wreply%3Dhttps://mynorthamptonac.sharepoint.com/_forms/default.aspx?ReturnUrl%3d/sites/staff/_layouts/15/Authenticate.aspx?Source%3d/sites/staff%26lc%3D2057%26id%3D500046%26&docid=ahqVvuHzkLuP7M&tbnid=OkpPbom6_iwDsM:&vet=10ahUKEwjWw4PJwsjiAhXNyYUKHX2JC40QMwhRKAMwAw..i&w=648&h=186&bih=603&biw=1280&q=university%20of%20northampton%20logo&ved=0ahUKEwjWw4PJwsjiAhXNyYUKHX2JC40QMwhRKAMwAw&iact=mrc&uact=8

Frailty and approaching an aged death

High quality of care indicators Challenges in delivering care
* Personalised care (Kings Fund * Fragmented, silo working
2013; Age UK 2013, 2017) practices (DoH 2012a, 2013a).
e Familiar professionals (Rolland * Protocol and process driven
2013; Haggerty 2012; Health care (Roland 2013; Haggerty
Foundations 2011a) 2012; Health Foundations m
* Integration (Ellins et al 2013; 2011a)
NHS England 2014;2019) e Complex and unpredictable
e Shared-decision making (Bunn et  trajectories of aged death
al 2017) (Nicholson et al 2013; Clegg et

al 2013, Turner and Clegg 2015
e Care planning that acknowledges 58 )

end of life (Romo et al 2017;
Gramling et al 2015)
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Critically evaluate the process of end-of-life care for specific
2z Lzil=r | older patients’ cases drawing out policy, practice and
professional perspectives.

Professional | ) |
Review the care of specific deceased older patients’ cases

d eCiSiO n_ E— through reviewing of medical notes and interviews to

benchmark clinical practice against national policy and

guidance.

Explore decision-making around end-of-life care of older
people as retold through the narratives of healthcare
professionals to inform service contexts.

University of
Northampton




/  Three case reviews — Albert, Brenda and Colin

e Documentary review of case notes within
episodes of care (community team) integrated
into the story of care for Albert, Brenda and
Colin

e All registered professional involved in care of
Albert, Brenda and Colin within the
community team invited to participate in a
narrative interview to explore decision-
making.

e 10 participants (Nursing, Occupational
Therapy and Physiotherapy) across the 3 cases
utilising narrative accounts and care mapping.

e Analysed data using Connelly and Clandinin

(2000) interpretative narrative framework
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Grand narrative one

The clinical story of care providing a
contextual account of frailty and end-of-life
from professional perspective.

» Retold experience of frailty at end-of-life
within the context of a community team.

* Importance of place in the experience of
care at end-of-life for older people living
with frailty

* The passage of care for the older person
with frailty as they approach death
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Overview of case review

Albert was 91 years old when he
died.

He lived at home with his wife and
has a small but close supportive
family.

During the last year of his life Albert
had multiple admissions to hospital,
during this period he was supported
on discharge by the community
team.

Albert was diagnosed with COPD and
IHD, he had fallen on several
occasions resulting in a greater
degree of frailty.

Albert wanted to be at home

Albert was admitted during out of
hours to emergency care

Albert died on an admissions unit
within hours of transfer.

Brenda was 95 years old when she
died

Brenda lived alone in a small flat
supported by her family.

Brenda had no formal care support and
was referred to community services on
during the last year of her life.

Brenda was initially referred for
rehabilitation following the concerns
identified by her family.

Brenda declined support, refused to
participate in the rehabilitation
interventions.

Brenda experienced frailty, several falls,
low mood and UTl and was re-referred
to the community team by her family
one week later.

Brenda declined admission to hospital
on several occasions stating a
preference for no medical intervention.

Brenda wanted to die at home.

vo
University of
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Colin was 83 years old when he died

Colin lived with his wife and had a large
extended family supporting the couple.

Colin had been discharged from
hospital following a prolonged
admission to an acute trust on a
medical ward.

Colin had heart failure, reduced
mobility, fatigue, SOBOE and frailty.
Colin was referred to community team
to provide a period of rehabilitation.

Colin had intensive carer input twice a
day for personal care from a crisis
response team.

Colin wanted to be at home and did not
to be readmitted to hospital.

Colin had fluctuating health whilst being
supported over the two-week period.

Colin was re-admitted to hospital and
died within 12 hours.
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Retold experience of frailty at end-of-life

/”/ only met Albert on one occasion and at
that time his physical health was the
overriding impression was that he was quiet,
he didn’t communicate a great deal, very
little verbal communication and actually
appeared quite lethargic so any of the
conversations that we had to have we tended

\
| tried to explain to Mrs A that because of these
recurrent infections his baseline was shifting each time
and each time [looking back at notes] that we were
involved what four times, | think, he was getting worse
and worse and worse and his baseline was shifting
further back”

)

to have with his wife who gave us and Dominance of
reported feedback on what we needed to Sna psS hot of D hysica | markers
wHOW” everyday life as : . .
e of mdependence | don’t remember her looking
it is now where in relation to particularly frail or thin”.
death is invisible :
frailty
“my diagnosis was basically that he had got
/ “my impression is that the wife was doing a Inde pen dence or Focus on reduced lower limb strength and exercise
lot doing more than | realised and | think that ) p hysic al tolerance due to a prolonged stay in hospital and
was through conversation with her, | think she Inter- T required some exercises”
supported with all food, and I think she sort of de pen dence P

although formal carers were going in twice a
day I think it is just my impression of her over
time was that she was doing more and more

skills and deficits
and | think that is something we don’t always
pick up on”

“we thought would be useful for Albert to be able to \

reposition, on the bed, it’s about pressure care [ as he
k was spending all day in bed due to fatigue and ill

health] and it’s about maintaining muscle strength,

joint integrity so that he can you know, keep a greater
u o degree of independence.” /

University of
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Importance of place in the experience of care at end-of-life

@ Culture of care ﬁ Clinicalhworld in the
ome

ﬂ Place of death
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“I went in with that in my mind, and
rather than looking at everything else
that was going in, yeah | think it’s very

difficult but I think | was probably

(pause) you know you have a snapshot in

time to establish all this evidence”
< /

Current view of Decontextualized

experience of frailty

person from a Invisibility of death

medicalised lens

The passage of care approaching death



Implications for occupational therapy — transitional
lens of frailty to inform organisation of care

High
=
2
c
T
Death
Low
Promoting independence
and recovery
Rehabilitation Supportive care enabling
maintenance QoL Dignity, comfort and
acknowledging end-of- care at end-of-life
life Habilitation Palliation
Ageing well Living well Dying well uo
. . . University of
Pre-moderate frailty Moderate to severe frailty  Severe frailty - bereavement Northampton
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The core business of our
profession

We are well positioned to be the natural
leaders in developing integrated
pathways for frailty #AHP’sintoaction

Maintain a professional voice that is
consistent with our values and ideology

Reflect on the service aims, who they are
written by and whose needs do they
meet — integration is key (NHS England
2019)

Anticipate death as part of the natural
cycle of everyday life embedding this in
the organisation of care (Barrett and
Nightingale 2014)

Support older people to make decisions
about what roles and occupations
important — asset based approach

Be ready and prepared to have open
conversations about advance care
decisions beyond medical issues.



https://www.google.co.uk/imgres?imgurl=https://adfs.northampton.ac.uk/adfs/portal/logo/logo.png?id%3D2CFEBA896E4F4A3A08305CB175C1264F230D3B29BC3B131D8A80CDE8D0268D39&imgrefurl=https://adfs.northampton.ac.uk/adfs/ls/?wa%3Dwsignin1.0%26wtrealm%3Durn:federation:MicrosoftOnline%26wctx%3Dwa%3Dwsignin1.0%26rpsnv%3D3%26ver%3D6.1.6206.0%26wp%3DMBI%26wreply%3Dhttps://mynorthamptonac.sharepoint.com/_forms/default.aspx?ReturnUrl%3d/sites/staff/_layouts/15/Authenticate.aspx?Source%3d/sites/staff%26lc%3D2057%26id%3D500046%26&docid=ahqVvuHzkLuP7M&tbnid=OkpPbom6_iwDsM:&vet=10ahUKEwjWw4PJwsjiAhXNyYUKHX2JC40QMwhRKAMwAw..i&w=648&h=186&bih=603&biw=1280&q=university%20of%20northampton%20logo&ved=0ahUKEwjWw4PJwsjiAhXNyYUKHX2JC40QMwhRKAMwAw&iact=mrc&uact=8

vo ]
Refe rences University of
Northampton
Age UK (2013) End-of-life Evidence Review. Age UK [online] Available from: https://www.ageuk.org.uk/globalassets/age-uk/documents/reports-and-
publications/reports-and-briefings/health--wellbeing/rb oct13 age uk end of life evidence review.pdf [accessed on 12th July 2018]

Age UK (2017) Briefing: Health and Care of Older People in England. Age UK [online] Available from: https://www.ageuk.org.uk/Documents/EN-GB/For-
professionals/Research/The Health and Care of Older People in England 2016.pdf?dtrk=true [accessed on 8" August 2017]

Barrett and Nightingale (2014) Identifying end of life patients benefits us all - plan ahead to avoid crises. www.rcgp.org.uk/clinical-and-
research/resources/toolkits/palliative-and-end-of-life-care-toolkit.aspx [accessed on 10.03.19]

Bravell, M.E., Malmberg, B. and Berg, B. (2010) End-of-life care in the oldest old Palliative and Supportive Care 8 335-344

Bunn, F., Goodman, C., Manthorpe, J., Durand, M., Hodkinson, I., Rait, G., Millac, S.L., Russell, B. and Wilson, P. (2017) Supporting shared decision-making for
older people with multiple health and social care needs: a protocol for a realist synthesis to inform integrated care model. BMJ Open Vol 7 e014026

Clegg, A., Young, J., llliffe, S., Olde Rikkert, M and Rockwood, K (2013) Frailty in elderly people. The Lancet Vol 381 March 2-8 pp752-762
Cornwell (2012) The care of frail older people with complex needs: time for a revolution. Kings Fund

Department of Health (2012a) NHS Constitution. London:HMSO

Department of Health (2013a) Report of the Mid Staffordshire NHS Foundation Trust: Public Inquiry London:HMSO

Ellins, J., Glasby, J., Tanner, D., Mciver, S., Davidson, D. and Littlechild, R. (2012) Understanding and Improving Transitions Of Older People: A User And Carer
Centred Approach - Full Report. 2012. National Institute Of Health Research Health Service And Delivery Research.

Grenier, A. (2006) The distinction between being and feeling frail: Exploring emotional experiences in health and social care. Journal of social work practice
20(3) 299-313

Grenier, A. (2008) Recognising and responding to loss and rupture in older women’s accounts. Journal of social work practice 22(2) 1595-209

Gramling, R., Sanders, M. Ladwig, S., Norton, S. and Epstein, R. (2015) Goal communication in Palliative Care Decision-Making Consultations Journal of Pain and
Symptom Management Vol 50(5) pp 701-706

Haggerty, J. (2012). ‘Ordering the chaos for patients with multimorbidity’. British Medical Journal, vol 345, e5915.

Health Foundation (2011a). Does clinical coordination improve quality and save money? A review of the evidence. London: The Health Foundation. The Health
Foundation [online] Available at: www.health.org.uk/ publications/does-clinical-coordination-improve-quality-and-save-money [accessed on 9t June 2018]


https://www.ageuk.org.uk/globalassets/age-uk/documents/reports-and-publications/reports-and-briefings/health--wellbeing/rb_oct13_age_uk_end_of_life_evidence_review.pdf
https://www.ageuk.org.uk/globalassets/age-uk/documents/reports-and-publications/reports-and-briefings/health--wellbeing/rb_oct13_age_uk_end_of_life_evidence_review.pdf
https://www.ageuk.org.uk/Documents/EN-GB/For-professionals/Research/The_Health_and_Care_of_Older_People_in_England_2016.pdf?dtrk=true
https://www.ageuk.org.uk/Documents/EN-GB/For-professionals/Research/The_Health_and_Care_of_Older_People_in_England_2016.pdf?dtrk=true
http://www.rcgp.org.uk/clinical-and-research/resources/toolkits/palliative-and-end-of-life-care-toolkit.aspx
http://www.rcgp.org.uk/clinical-and-research/resources/toolkits/palliative-and-end-of-life-care-toolkit.aspx
https://www.google.co.uk/imgres?imgurl=https://adfs.northampton.ac.uk/adfs/portal/logo/logo.png?id%3D2CFEBA896E4F4A3A08305CB175C1264F230D3B29BC3B131D8A80CDE8D0268D39&imgrefurl=https://adfs.northampton.ac.uk/adfs/ls/?wa%3Dwsignin1.0%26wtrealm%3Durn:federation:MicrosoftOnline%26wctx%3Dwa%3Dwsignin1.0%26rpsnv%3D3%26ver%3D6.1.6206.0%26wp%3DMBI%26wreply%3Dhttps://mynorthamptonac.sharepoint.com/_forms/default.aspx?ReturnUrl%3d/sites/staff/_layouts/15/Authenticate.aspx?Source%3d/sites/staff%26lc%3D2057%26id%3D500046%26&docid=ahqVvuHzkLuP7M&tbnid=OkpPbom6_iwDsM:&vet=10ahUKEwjWw4PJwsjiAhXNyYUKHX2JC40QMwhRKAMwAw..i&w=648&h=186&bih=603&biw=1280&q=university%20of%20northampton%20logo&ved=0ahUKEwjWw4PJwsjiAhXNyYUKHX2JC40QMwhRKAMwAw&iact=mrc&uact=8

vo
University of
Northampton

Hurd Clarke, L., Korotchenko, A. and Bundon, A. (2011) The calendar is just about up: older adults with multiple chronic conditions reflect on
death and dying. Ageing and society pp 1399-1417

Eingo’ls Fund (2012) The care of frail older people with complex needs: time for a revolution. The Roger Bannister Health Summit. London: Kings
un

King’s Fund (2014) Making our health and care systems fit for an ageing population. London: Kings Fund

Lakkappa, B., Shah, S., Rogers, S. and Helen-Holman, L. (2017) Mortality among referrals to a community-based intermediate care team. BMJ
Supportive and Palliative Care ppl-4

Lloyd-Williams, M., Kennedy, V., Sixsmith, A. and Sixsmith, J. (2007) The end-of-life: A qualitative study of the perceptions of people over the
age of 80 on issues surrounding death and dying. Journal of pain and symptom management 34(1) 60-66

NHS England (2014) Five year forward view. London: HMSO. NHS England [online] Available from: https://www.england.nhs.uk/wp-
content/uploads/2014/10/5yfv-web.pdf [accessed on 3rd March 2017]

NHS England (2019) Long term plan

NHS Digital (2016); “Personal social services: expenditure and unit costs, England —2015-16,” London: HMSO NHS Digital [online] Available
from: http://content.digital.nhs.uk/catalogue/PUB22240/pss-exp-eng-15-16-csv.zip

Nicholson, C., Meyer, J., Flatley, M., Homan, C. (2013) The experience of living at home with frailty in old age: a psychosocial qualitative study.
International Journal of Nursing Studies 50: 1172-1179

EOCkWO(Z)l?_’\I;IIa)Qd Theou, O (2015) Introduction to Frailty in Ageing: Biological, clinical and social implications. Interdiscip Top Gerontol
eriatr. 41:VII-X.

Roland, M. (2013) Better management of patients with multimorbidity. British Medical Journal, vol 346, f2510.

Romo, R.D., Allison, T.A, Smith, A.K. and Wallhagen, M.l. (2017) Sense of Control in End-of-Life Decision-Making. Journal American Geriatric
Society Vol 65 ppE70-E75

Ruth, K. and Verne, J. (2010) Variations in Place of Death in England Inequalities or appropriate consequences of age, gender and cause of
death. National End of Life Intelligence Network.

Turner, G. and Clegg, A. (2014) Best practice guidelines for the management of frailty : a British Geriatrics Society, Age UK and Royal College of
General Practitioners report. Age and Ageing 43: 744-747

Van Wijngaarden, E., Leget, C. and Goossensen, A. (2015) Ready to give up on life: The lived experience of elderly people who feel life is
completed and no longer worth living. Social Science and Medicine 138: 257-264


https://www.england.nhs.uk/wp-content/uploads/2014/10/5yfv-web.pdf
https://www.england.nhs.uk/wp-content/uploads/2014/10/5yfv-web.pdf
http://content.digital.nhs.uk/catalogue/PUB22240/pss-exp-eng-15-16-csv.zip
https://www.ncbi.nlm.nih.gov/pubmed/26524773
https://www.ncbi.nlm.nih.gov/pubmed/26524773
https://www.google.co.uk/imgres?imgurl=https://adfs.northampton.ac.uk/adfs/portal/logo/logo.png?id%3D2CFEBA896E4F4A3A08305CB175C1264F230D3B29BC3B131D8A80CDE8D0268D39&imgrefurl=https://adfs.northampton.ac.uk/adfs/ls/?wa%3Dwsignin1.0%26wtrealm%3Durn:federation:MicrosoftOnline%26wctx%3Dwa%3Dwsignin1.0%26rpsnv%3D3%26ver%3D6.1.6206.0%26wp%3DMBI%26wreply%3Dhttps://mynorthamptonac.sharepoint.com/_forms/default.aspx?ReturnUrl%3d/sites/staff/_layouts/15/Authenticate.aspx?Source%3d/sites/staff%26lc%3D2057%26id%3D500046%26&docid=ahqVvuHzkLuP7M&tbnid=OkpPbom6_iwDsM:&vet=10ahUKEwjWw4PJwsjiAhXNyYUKHX2JC40QMwhRKAMwAw..i&w=648&h=186&bih=603&biw=1280&q=university%20of%20northampton%20logo&ved=0ahUKEwjWw4PJwsjiAhXNyYUKHX2JC40QMwhRKAMwAw&iact=mrc&uact=8

	Evaluation of professionals’ decision-making at end of life for frail older people
	Aims of the session 
	Frailty
	Narrative accounts of frailty
	Frailty and approaching an aged death 
	Professional decision-making 
	Method 
	Slide Number 8
	Overview of case review
	���Retold experience of frailty at end-of-life���
	Importance of place in the experience of care at end-of-life�
	The passage of care approaching death
	Implications for occupational therapy – transitional lens of frailty to inform organisation of care
	The core business of our profession
	References 
	Slide Number 16

