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¡ The proportion of older adults, including 
community dwellers, is increasing worldwide.

¡ This has resulted in increased numbers of 
older adults labeled as “frail”.

¡ Older adults are at increased risk of adverse 
healthcare outcomes.

¡ Prognostication is important to personalise
care for older adults. 

¡ What role do caregivers and caregiver stress 
play in this?







¡ Increasing recognition of the role caregivers play 
in the care of older people.

¡ EIP on AHA composed of 6 Action Groups 
including a group dedicated to the prevention of 
frailty and functional decline.

¡ Caregiver action area of the Action Group A3, 
coordinated by UCC (Prof William Molloy) and   
NUIG (Dr Rónán O’Caoimh). 

¡ This group focuses on improving the quality of 
life of older

¡ Adults through identification, assessment and 
management of the needs of caregivers.











Public Health Nurses in the Community c 1906



¡ Small country... 4.5 million citizens.   Ref CSO 2011

¡ 535,393 aged over 65, 11% of the population (70% increase 
from 1961).

¡ By 2041.......22% (1.4 million).
¡ 24,253 beds in Long-term care, costing 0.9% of 

GDP....equivalent to $2 billion (2011). 
¡ 44,000 with dementia but by 2050 there will be 90,000-

120,000 cases.
¡ Approx 10% >65 have mild cognitive impairment.
¡ In 2009 187,000 are carers in Ireland.
¡ 13% of caregivers are aged > 65 years.
¡ Average age of caregivers for older people is 73 years.   
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¡ A total of 1,739 family and unpaid caregivers of 1,171 
community-dwelling older adults with disabilities who 
participated in the 2011 US National Health and Aging 
Trends Study and National Study of Caregiving.

¡ Sample of caregivers providing substantial, some, or 
no help with health care, defined by coordinating care 
and managing medications.

¡ Results were extrapolated to total USA population.
¡ Examined:
1. Caregiving-related effects, including emotional, 

physical & financial.
2. Participation restrictions in valued activities,
3. Work productivity loss.



¡ Estimate:
¡ 14.7 million caregivers assisting 7.7 million 

older adults in USA.
¡ 6.5 million (44.1%) provided substantial help, 

4.4 million (29.8%) provided some help with 
health care.





¡ Caregivers were more likely to be female and 
adult children.

¡ Caregivers providing substantial help with 
healthcare activities were older than caregivers 
who provided no healthcare!

¡ They were also less likely to rate their health as 
excellent or very good.

¡ Almost half (45.5%) of the caregivers providing 
substantial help with health care assisted an 
older adult with dementia.



¡ The use of supportive services was low but was 
greater among caregivers providing substantial vs
some or no help                                                           
(26.7% vs 15.5% &7.6%, p<0.001).

¡ Caregivers were significantly more likely to 
experience:

1. Emotional difficulty (aOR 1.79; 95%CI, 1.20-
2.66), 

2. Physical difficulty (aOR, 2.03; 95%CI, 1.39-2.97),
3. Financial difficulty (aOR, 2.21; 95%CI, 1.52-3.22).



¡ Caregivers were 5 times as likely to 
experience participation restrictions in valued 
activities (aOR, 5.32; 95% CI, 3.31-8.59).

¡ More than 3 times as likely to experience 
work productivity loss                                          
(aOR, 3.14; 95% CI, 1.40-7.02).

¡ Q.....What effect does this have on older  
patients?



The 
Challenge of 

Managing 
Frail Older 

Adults in the 
Community

Who is at risk?

What is the 
greatest risk?

What is the 
most 

appropriate 
response?

Should this 
person stay at 
home…..go to 

a nursing 
home?

It is possible 
to identify risk 

but how do 
we quantify 

it?



¡ Successful prevention of functional decline requires 
more knowledge about risk factors and the 
stratification of patients is key.

¡ Risk is the chance an event will occur in the future.
¡ Amount of (liklihood) potential harm multiplied by the 

magnitude of that harm.
¡ It is possible to identify risk but how do we quantify it?
¡ Can the effects of caregiver stress be used to predict 

patients who will have worse healthcare outcomes?
¡ Are there instruments available for healthcare 

workers to use in the community?









Outcome Area under the curve

Hospitalisation 0.60-0.73

Institutionalisation 0.70-0.74

Functional decline 0.63-0.78

Death 0.56-0.82



¡ Few instruments identified in this systematic review, 
most were of poor quality.

¡ Half were validated by retrospective analysis of data 
from patients enrolled in existing longitudinal studies. 

¡ Many potentially useful instruments were excluded as 
they are not validated in community settings. 

¡ Reflecting other systematic reviews: instruments 
predicting hospitalisation had poor accuracy.

¡ Few instruments measured risk of institutionalisation.
¡ Few instruments included any kind of measure of 

caregiver stress.



Aim: To screen for frailty & risk of adverse 
healthcare outcomes by taking the role of 

caregivers into account. 



Risk	Factors	for	Adverse	Outcomes	
in	Community	Dwellers

Presence	
of	risk	
factors

Reduced	
resilience Frailty

Age	(>75	years)
No	formal	education
Living	alone

Chronic	medical	conditions
Depression	
Cognitive	impairment
Sensory	impairment	(visual	or	
hearing)

Poor	nutrition
Poor	mobility	and	ADL	dependence

Caregiver	stress



What does being frail mean in practice?



¡ Assesses risk of adverse outcomes within a defined 
time period (i.e. one year).

¡ Measures care needs (mental state, medical state and 
ADLs) & care deficits (ability of the caregiver network to 
manage any issues).

¡ Quick, objective and reproducible
¡ Predicts hospitalisation, institutionalisation and death

- Triage those at higher risk to rapid assessment

¡ Enhances the integrated care agenda
- A common language between primary and secondary care





Minimal Mild Moderate Severe Extreme

Certain Extreme	Risk

Likely High	Risk

Possible Medium	Risk

Unlikely Low	Risk

Rare Minimal	Risk



¡ The RISC records the presence of Concerns, the 
Severity of concerns (mild, moderate, and severe) and 
each Caregivers’ Network’s ability to manage these 
concerns. 

¡ Across three domains: mental state, activities of daily 
living and medical state.

¡ Risk = Concern + Status (of the Concern) – Caregiver 
Network

¡ à Provided the Care Network is unchanged and with 
consideration for the expected course of the patient.



¡ Measured as a 5 point Likert scale:
¡ 1.Minimal/rare
¡ 2.Low/unlikely
¡ 3.	Moderate/possible
¡ 4.High/likely
¡ 5.Extreme/certain

¡ Validation conducted among community 
dwellers Cork 2012-2014.







N=6 (0.8%)

N=37 (4.7%)

N=144 (18.4%)

N=171(21.8%)

N=138(17.6%)

N=221(28.2%)

N=49(6.3%)

N=13 (1.7%)

N= 5 (0.6%)

Total N=784 (97%)









RISC	Instrument	Testing

Institutionalisation Hospitalisation Death

ROC	curves	comparing	the	outcomes	between	the	RISC	and	Clinical	Frailty	Scale	

AUC	=	0.70 AUC	=	0.70AUC	=	0.61



Kaplan	meier survival	analysis	comparing	high	and	low	risk	patients	(classified	by	RISC)

RISC	Instrument	Testing





¡ Caregiver network scores were available for 
779/801 (97%).

¡ A primary caregiver was identified for 582/779 
(74.7%) patients; 197/779 (25.3%) regarded as 
sufficiently independent to not have or require a 
carer.

1. Children (200/779, 26%) were the most 
common primary caregiver followed by: 

2. Extended family (148/779, 19%), 
3. Spouses (134/779, 17%),
4. Siblings or other distant family members, e.g. 

nephews, nieces andcousins (57/779, 7%).



¡ The majority of patients (412/779, 53%) were 
living with someone. Of these....

1. 260/412 (63%) were living only with a 
spouse, 

2. 70 (17%) only with a child and 
3. 46 (11%) within an large extended family 

unit.
¡ No differences in age, gender or percentage 

living alone between those with and without 
a recognised carer.



Exploration	of	different	caregiver	subtypes:	distribution	of	demographic	details.



Exploration	of	different	caregiver	subtypes:	distribution	of	demographic	details.



Exploration	of	different	caregiver	subtypes:	distribution	of	demographic	details.







¡ Ageing population is resulting in increasing numbers of older adults in 
the community.

¡ Increased prevalence of frailty & risk of adverse healthcare outcomes.
¡ Commensurate increase in the number of caregivers (usually unpaid & 

often experiencing caregiver stress & emotional, physical & financial 
consequences).

¡ Exploring the impact of caregiver stress on patients risk of adverse 
healthcare outcomes in complex but important...”the missing piece”.

¡ Few instruments available that use caregiver stress to predict adverse 
healthcare outcomes.

¡ The RISC Caregiver Network score is a simple method for community 
healthcare providers to evaluate caregiver networks using a Likert scale 
from one to five.

¡ Further study is required to examine the interplay between caregiver 
networks, adverse healthcare outcomes and caregiver stress to 
investigate if targeting and modifying these can reduce risk for 
community-dwelling older adults.



Thank You




