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Reference Intervention Comparator Participants Relevant outcomes Results Clinical importance/  
relevance  

Krumholz et 
al 2002 

Teaching 
modules — 
initial face-to-
face one-hour 
session with 
cardiac nurse 
involving 
education, and 
then follow-up 
telephone 
sessions to 
review 
knowledge 
and provide 
support for 
patients. One-
year 
intervention 

Not described Patients with 
HF, no 
comorbidity, 
mean age 74 
years 

3 months:  All clinically important 
benefits but a number of 
findings not statistically 
significant in this study 
(which is likely 
underpowered). 
Confidence intervals not 
available to determine 
likely range of  effects/R 

 All causes re-admission 
or death 

IG=56.8%, CG=81.8%, P=0.01 

  CVD re-admission or 
death 

IG=50%, CG=79.6%, P=0.04 

   HF re-admission or death IG=40.9%, CG=68.2%, P=0.01 

   >1 re-admission IG=27.3%, CG=47.7%, P=0.05 

   >2 re-admissions IG=13.6%, CG=25%, P=0.18 

   12 months:   

   All cause re-admission  IG=49, CG=80, P=0.06 

   CVD re-admission  IG=35, CG=66, P=0.03 

   HF re-admission  IG=22, CG=42, P=0.07 

   Hospital days — all 
cause 

IG=10.2, CG=15.2, P=0.09 

    Hospital days — CVD IG=6.3, CG=12.3, P=0.03  
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Reference Intervention Comparator Participants Relevant outcomes Results Clinical importance/  
relevance  

Krumholz et 
al 2002 
(contd) 

   Hospital days — HF IG=4.1, CG=7.6, P=0.10  

    Proportional hazards:   

    Time to 1st admn  — all 
cause 

RR=0.56 P=0.03  

    Time to 1st admn — 
CVD 

RR=0.51 P=0.02  

    Time to 1st admn — HF RR=0.51 P=0.04  

    Deaths IG=20.4%, CG=29.56%, P<0.33  
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Reference Intervention Comparator Participants Relevant outcomes Results Clinical importance/  
relevance  

Ledwidge et al 
2003 

Multidisciplin
ary care — 
specialist 
heart failure 
management 
and drug 
administration 
plus specialist 
nurse-led 
disease and 
diet education 
sessions. 
Phone checks 
until 3-month 
study endpoint 

Usual care Patients with 
HF as primary 
diagnosis, 
mean age 74 
years, NYHA 
IV 

QOL CG=29, IG=40 (P=0.10) No statistically significant 
effect detected. Trend 
towards improvement 
seen/R 

    3 months: 

HF re-admission 

Days of hospitalisation 

IG=2, CG=12, P<0.01 

IG=17, CG=195, no point estimate 

Clinically important 
benefits indicated, but no 
confidence intervals 
reported/R 

    Hospital deaths at 3 
months 

Out of hospital deaths at 
3 months 

One per group 

 
Two per group 

No clinically important 
effects detected for 
deaths/R 
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Reference Intervention Comparator Participants Relevant outcomes Results Clinical importance/  
relevance  

Naylor et al 
2004 

Three-month 
comprehensiv
e transitional 
care 
(discharge 
planning and 
home follow-
up) directed 
by study-
trained 
advanced-
practice 
nurses 

Usual care Mean age 76 
years, 43% 
male, 36% 
African 
American. All 
admitted to 
hospital with 
diagnosis of 
heart failure 

QOL 

12 months: 

Benefits for IG at 12 weeks 
(P<0.05) 

Likely clinically 
important benefits but no 
effect sizes shown/R 

  Rehospitalisation % >1 RR=1.24 (0.95,1.60) No clinical impact seen on 
hospitalisation with a new 
problem but other findings 
are in accordance with 
possible intervention 
related benefits although 
statistical significance is 
lacking for a number of 
findings/R 

  Rehospitalisation % >2 RR=1.20 (0.89, 1.60) 

  Rehospitalisation n index 
related 

IG=40, CG=72, P=0.19 

  Rehospitalisation n 
comorbidity related 

IG=23, CG=50, P=0.01 

  Rehospitalisation n new 
problem 

IG=41, CG=40, P=0.88 

  Rehospitalisation n total IG=104, CG=162, P=0.05 

  Rehospitalisation/patient/ 
year 

IG=1.18, CG=1.79, P=0.01 

  Total hospital days IG=588, CG=970, no point estimate 

  Total hospital days per 
patient mean (SD) 

IG=5.0 (7.3), CG=8.0(12.3), P=0.07 

  Total hospital days per 
hospitalised patient mean 
(SD) 

IG=11.1 (7.2), CG=14.5 (13.4), no 
point estimate 
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Reference Intervention Comparator Participants Relevant outcomes Results Clinical importance/  
relevance  

Pugh et al 2001 Patients 
provided with 
improved 
discharge 
planning, 
taught how to 
manage their 
HF, given 
information 
book, 
assessed by a 
nurse and 
followed up 
by a nurse 
case manager 
for 6 months 
by phone and 
visits 

Usual care Diagnosis HF 
NYHA II to 
IV, mean age 
77 

Wellbeing Standardised effect sizes calculated 
from graphs. All confidence 
intervals included zero; all except 
one indicated a positive trend from 
the intervention. No significant 
differences detected 

Range of estimates 
include no effect and very 
small negative effects as 
well as very small positive 
effects but this study was 
underpowered and no 
differences were 
statistically significant/R 
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Reference Intervention Comparator Participants Relevant outcomes Results Clinical importance/  
relevance  

Stromberg et al 
2003 

Heart failure 
clinic — one-
hour sessions 
with nurses at 
a hospital 
based clinic 
comprising 
check-up and 
evaluation of 
treatment 2 to 
3 weeks 
postdischarge 
from hospital. 
Written and 
verbal 
education 
provided 
about heart 
failure (eg diet 
changes) and 
social support 
offered to 
family 

Usual care Patients had 
been diagnosed 
with heart 
failure, did not 
have COPD, 
dementia or 
other 
psychiatric 
illnesses. Mean 
age 77+ years. 
NYHA II/III/IV 

Number of patients with death or 
admission at 3 month 

IG=19, CG=30, P=0.06 All clinically important 
benefits but some are not 
statistically significant in 
this study (which is 
underpowered) and 
confidence intervals do 
not provide a range of 
likely estimates/R 

  Number of patients with death or 
admission at 12 months 

IG=29, CG=40, P=0.03 

  All cause admissions 3 months IG=33, CG=56, P=0.05 

  All cause admissions 12 months IG=82, CG=92, P=0.31 

  Hospital 
admission/patient/months 12 
months 

IG=0.18, CG=0.40, P=0.06 

  Days in hospital 3 months IG=350, CG=592, P=0.05 

  Days in hospital 12 months IG=688, CG=976, P=0.13 

 Days in hospital/patient/month 
12 months 

IG=1.4, CG=3.9, P=0.02 

 Deaths at 3 months IG=3, CG=13, P=0.009 

  Deaths at 12 months IG=7, CG=20, P=0.005 

Key to terms and abbreviations: see Section 3.7. 
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T able 3.7 Summar y of included studies (methodology):  post acute tr ansitional car e for  older  people with advanced fr ailty or  disability due to 
str oke 

Reference Type of 
study 

Level of 
evidence 

nIG nCG Applicability Generalisability Quality 

Visser-
Meily et al 
2005 

SR I/III-2 22 
studies, 18 
RCTs 

n/a n/a High Age appropriate. Stroke specific. 
Level of disability often unknown 

Limited search strategy 

Clark et al 
2003 

RCT II 32 30 High — education 
mixed with other 
components 

Good (but no cognitive disability) Control group not described & no blinding. 
Otherwise good 

Mant et al 
2000 

RCT II 258 262 High — information 
plus other components 

Good Treatment individualised by manager — 
replication problematic. Inter-group 
comparisons not for change scores. Fair 

Rodgers 
et al 1999 

RCT II 107 69 Probably not feasible 
given high poor-
attendance rate found 
in study 

Good Extremely high dropout rate Underpowered 

Intervention attendance poor. 

Poor 

Key to terms and abbreviations: see Section 3.7. 

 



 

Guidelines for a palliative approach for aged care in the community setting  109 

T able 3.8 Summar y of included studies (findings):  postacute tr ansitional car e for  older  people with advanced fr ailty or  disability due to str oke  

Reference Intervention Comparator Participants Relevant outcomes Results Clinical importance or relevance 

Visser-
Meily et al 
2005 

Interventions for 
carers including 
transitional care 
(information, 
advice, support) 

Not in all cases 
— when present 
generally usual 
care 

Family carers of 
stroke patients 

Coping, confidence, 
depression, burden, 
social functioning, HR-
QOL 

12 relevant studies, positive 
results were found in four 
studies for HR-QOL, social 
activities. Burden improved in 
the uncontrolled study 

Clinical importance cannot be 
evaluated using effect size or range of 
estimates but some indications of 
benefits for  
carers/R 

Clark et al 
2003 

Information pack 
and three visits 
from counsellor 

No information 
or counselling 

Spousal carers 
of stroke 
patients and 
stroke patients 

Family functioning and 
carer health. Patient 
activities, function, 
health, anxiety, 
depression, mastery 

Family functioning improved at 
6 months. No impact on carer 
health. Better function in 
patients, no impact on patients’ 
depression, anxiety, mastery, 
health 

Clinical importance cannot be evaluated 
using effect size or range of estimates 
but some indications of benefits for 
family functioning and for patients/R 

Mant et al 
2000 

Information 
leaflets plus 
support 

Usual care — 
not described 

Family carers of 
stroke patients 
and stroke 
patients 

Emotional health, social 
activity, QOL for 
carers. Anxiety, 
depression, QOL for 
patients 

Carers: positive impact on 
social activity, energy, mental 
health, pain, physical function, 
health perception, QOL. Effect 
size reported to be moderate. 
No apparent impact on patients 

Clinical importance cannot be evaluated 
using range of estimates (confidence 
intervals) but important benefits found 
in this study for family carer/R 

Rodgers et 
al 1999 

Stroke education 
for 
patient/family 
carers. Poorly 
attended. 

Usual care 
including 
information 
sheets and 
hotline access 

Family carers of 
stroke patients 
and patients 

Perceived health and 
function 

Only difference at Time 2 was 
poorer social functioning in IG 
for carers. No benefits for 
patients 

Indications of a negative effect on 
carers and no benefits for patients but 
study compromised by poor attendance 
at education sessions/R 

Key to terms and abbreviations: see Section 3.7. 
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T able 3.9 Summar y of included studies (methodology):  postacute tr ansitional car e in gener ally fr ail or  unwell older  adults 

Reference Type 
of 
study 

Level of evidence nIG nCG Applicability in 
Australian system  

Generalisability Quality 

Ali and 
Rasmussen 
2004 

SR I/III-2  

39 studies -
descriptive work, 
pre-post evaluations, 
controlled trials 

n/a n/a High Age appropriate but including those 
less unwell. Does not include 
people with dementia 

Good 

Bours et al. 
1998 

SR I/III-1 

17 trials, but not all 
RCTs 

n/a n/a High Includes people with chronic 
disease and frail elders. Good 

Reasonable but no statistics reported 

Hastings and 
Heflin 2005 

SR I/III-1 

19 studies, 8 with 
comparison, 6 RCTs 

n/a n/a High Includes all older adults with 
comorbid illnesses discharged from 
the ED (but not if they would have 
been otherwise hospitalised). Good 

Good 

Hyde et al. 
2000 

SR I/III-I  

9 studies, all with 
comparison 

n/a n/a High Includes all older adults with 
comorbidity discharged from 
hospital. Good 

Good 

Nazareth et al 
2001 

RCT II 165 156 High Good Medium — underpowered despite 
relatively large sample 

Key to terms and abbreviations: see Section 3.7. 
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T able 3.10 Summar y of included studies (findings):  postacute tr ansitional car e in gener ally fr ail or  unwell older  adults 

Reference Intervention Comparator Participants Relevant 
outcomes 

Results Clinical importance or relevance 

Ali and 
Rasmussen 
2004 

Planned and 
supported 
discharge 

Not in all studies Older adults, 
comorbidities — 
not dementia 

Quality of life Some evidence of positive 
impact (one study) 

Clinical importance cannot be evaluated 
using effect size/R 

 Re-admission Some evidence of positive 
impact — little detail 
provided. 

Clinical importance cannot be evaluated 
using effect size/R 

    Mortality No significant effect reported No effect reported/R 

Bours et al 
1998 

Nursing care 
after discharge 
from hospital 

Mainly usual care Older adults 
who were frail 
or had chronic 
disease and 
were discharged 
from hospital 

Quality of life or 
related variables 

No significant effect reported No effect reported/R 

Hastings 
and Heflin 
2005 

Interventions 
to improve 
outcomes for 
older adults 
discharged 
from ED, 
varied 
components 

Generally usual 
care (no 
comparison in 
some). We use 
findings only from 
studies with 
controls 

Older adults 
who had 
comorbidity and 
were discharged 
from ED 

Quality of life 
(wellbeing and 
depression) 

No effect reported in the two 
relevant studies 

No effect reported/R 

  Re-admission Representation lower in one 
study, higher in another. An 
Australian study showed re-
admission 5.8% lower at 30 
days (P=0.049) and 9.9% at 
18 m (P=0.007) 

A clinically important effect is apparent 
but the extent to which negative effects or 
no effect might occur cannot be evaluated 
(no CIs reported for single relevant 
study)/R 
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Reference Intervention Comparator Participants Relevant 
outcomes 

Results Clinical importance or relevance 

Hastings 
and Heflin 
2005 
(contd) 

   Placement A study that included nurse 
geriatric assessment was 
reported to show a decrease 
in NH admission at 30 days (2 
patients versus 9) OR 0.21 
(0.05 to 0.99) 

Confidence interval includes clinically 
unimportant effects but most effects would 
be  
important/R 

Hyde et al 
2000 

Supported 
discharge after 
an acute 
admission 

Nine studies with 
controls that are 
usual or no 
support — 
supplementary 
data from 2 more 

Older adults 
with 
comorbidity 
discharged after 
an acute 
admission 

Re-admission No clear pattern and effect 
sizes small 

Clinical importance not  
evident/R 

    Placement Clear and consistent pattern 
showing benefits (seven 
studies) but multiple measures 
used — meta-analysis not 
conducted 

Clinical importance cannot be evaluated 
using overall effect size but appears to be 
clinically important/R 

    Mortality Nine trials, 7 included in 
meta-analysis. OR=1 (0.8 to 
1.3) no significant effect  

The range of estimates defined by the 
confidence interval includes clinically 
important effects but this range is also 
compatible with no effect, or a harmful 
effect/R 
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Reference Intervention Comparator Participants Relevant 
outcomes 

Results Clinical importance or relevance 

Nazareth et 
al 2001 

Hospital and 
community 
pharmacists 
provided 
integrated 
discharge plan 

Standard 
procedure 

Older adults, 
mean age 84 
years, with a 
mean number of 
three medical 
conditions 

Wellbeing No significant impact. 
Difference at 3 months=0, at 6 
months=0.01 (–0.14, 0.34) 

The confidence interval does not report 
clinically important effects 

/R 

  Re-admission No significant impact — 
difference at 3 months=0.18% 
(–10.6, 10.2) at 6 
months=0.54%  
(–1.0, 9.9) 

The range of estimates defined by the 
confidence interval includes clinically 
important effects but this range is also 
compatible with no effect, or a harmful 
effect/R 

    Mortality No significant effect: 3.26% 
(–1.5, 7.7) more dead at 3 
months and 3.5% (–4.7, 11.6) 
more at 6 months 

The range of estimates defined by the 
confidence interval includes clinically 
important effects but this range is also 
compatible with no effect, or a harmful 
effect/R 

Key to terms and abbreviations: see Section 3.7. 
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T able 3.11 Summar y of included studies (methodology):  cr isis car e 

Reference Type of study Level of 
evidence 

nIG nCG Applicability Generalisability Quality 

Ali and 
Rasmussen 2004 

SR I/III-2 n/a n/a High Age appropriate but including 
those less unwell than in our 
target population. Does not 
include people with dementia 

Good 

Aminzadeh and 
Dalziel 2002 

SR I/III-2 n/a n/a High Age appropriate but including 
those less unwell 

Fair 

Hughes et al 
2000 

RCT II 981 
patients 

937 carers 

985 
patients 
946 carers 

Crisis care was a 
component of a larger 
intervention. This 
component could 
certainly be 
implemented 

To older adults severely disabled 
or terminally ill 

Good 

Kimmelstiel et al 
2004 

RCT II 97 103 Crisis care was part of 
larger intervention 

Only to older adults with HF Good 

Key to terms and abbreviations: see Section 3.7. 
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T able 3.12 Summar y of included studies (findings):  cr isis car e  

Reference Intervention Comparator Participants Relevant outcomes Results Clinical importance or 
relevance 

Ali and 
Rasmussen 
2004 

Rapid 
response, 
generally run 
from ED 

Not in all 
studies 

Older adults, 
comorbidities 
— not 
dementia 

Hospitalisation — 3 studies, 
1 review 

One study inconclusive. 
Remaining studies and 
review indicated benefits re 
hospitalisation 

Clinical importance 
cannot be evaluated using 
effect size and details of 
benefits are limited/R 

Aminzadeh 
and Dalziel 
2002 

Home care 
incorporated 
into 
emergency 
services 

Unclear if 
there was a 
comparator in 
all studies. 
One RCT 

Older adults Hospitalisation — 6 studies Of most relevance — 4 
Canadian studies mentioned 
providing a quick response 
for older adults to access 
emergency care in the home, 
leading to a reduced need for 
hospitalisation 

Clinical importance 
cannot be evaluated using 
effect size and details of 
benefits are limited/R  

Hughes et 
al 2000 

Team 
management 
of at risk 
patients 
including 24-
hour contact 

Standard care 
(described) 

Older adults 
severely 
disabled or 
terminally ill 
from VA 
centres in the 
United States  

HR-QOL carers and patients, 
hospitalisation and patient 
function 

Severely disabled IG 
members had significantly 
fewer re-admissions at 6 
months mean 0.7 (1.0) versus 
0.9 (1.2), P=0.03 

Clinical importance cannot 
be evaluated using effect  
size/R 

   Widespread significant 
benefits for carer HR-QOL 

Benefits appear to be 
clinically significant but 
these benefits were from a 
multicomponent  
program/R 

     Significant benefits for HR-
QOL in terminally ill patients 
(role functional —emotional, 
social function, bodily pain, 
mental health, vitality, 
general health) 
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Reference Intervention Comparator Participants Relevant outcomes Results Clinical importance or 
relevance 

Kimmelstiel 
et al 2004 

Home visits 
re self 
management 
of HF and 
including 24-
hour phone 
support 

Not described Older adults 
with chronic 
HF 

 At 90 days hospitalisation 
and LOS reduced for HF and 
cardiac causes. Not sustained 
for 12 months  

Benefits shown to be 
clinically significant for 
HF patients using 
estimates of relative risk 
but these benefits were 
from a multi-component 
program and confidence 
intervals are not 
documented/R 

    Hospitalisation HF RR at 90 days=0.48, P=0.03  

    Hospitalisation cardiac RR at 90 days=0.57, P=0.04  

    Hospitalisation, all cause RR at 90 days=0.89, P=0.61  

    Days in hospital/patient year 
HF 

RR at 90 days=0.54, P=0.001  

    Days in hospital/patient year 
cardiac 

RR at 90 days=0.64, P=0.001  

    Days in hospital/patient year 
all causes  

RR at 90 days=0.92, P=0.34  

Key to terms and abbreviations: see Section 3.7. 



 

Guidelines for a palliative approach for aged care in the community setting  117 

3.8 References 

Addington-Hall J and Altmann D (2000). Which terminally ill cancer patients in the United 
Kingdom receive care from community specialist palliative care nurses? Journal of Advanced 
Nursing 32(4):799–806. 

Addington-Hall JM and Karlsen S (2005). A national survey of health professionals and 
volunteers working in voluntary hospice services in the UK. I. Attitudes to current issues 
affecting hospices and palliative care. Palliative Medicine 19(1):40–48. 

Ali W and Rasmussen P (2004). What is the Evidence for the Effectiveness of Managing the 
Hospital/Community Interface for Older People? A Critical Appraisal of the Literature, New 
Zealand Health Technology Assessment, Department of Public Health and General Practice, 
Christchurch School of Medicine and Health Sciences, Christchurch, New Zealand, and 
Division of Health Sciences, University of Otago, Dunedin, New Zealand. 

Aminzadeh F and Dalziel WB (2002). Older adults in the emergency department: A 
systematic review of patterns of use, adverse outcomes, and effectiveness of interventions. 
Annals of Emergency Medicine 39(3):238–247. 

Benjamin AE and Matthias RE (2001). Age, consumer direction, and outcomes of supportive 
services at home. The Gerontologist 41(5):632–642. 

Bierlein C, Hadjistavropoulos H, Bourgault-Fagnou M and Sagan M (2006). A six-month 
profile of community case coordinated older adults. Canadian Journal of Nursing Research 
38(3):32–50. 

Blue L, Lang E, McMurray JJ, Davie AP, McDonagh TA, Murdoch DR, Petrie MC, 
Connolly E, Norrie J, Round CE, Ford I and Morrison CE (2001). Randomised controlled 
trial of specialist nurse intervention in heart failure. British Medical Journal (Clinical 
Research Ed) 323(7315):715–718. 

Bours G, Ketelaars CAJ, Frederiks CMA, Abu-Saad HH and Wouters EFM (1998). The 
effects of aftercare on chronic patients and frail elderly patients when discharged from 
hospital: a systematic review. Journal of Advanced Nursing 27(5):1076–1086. 

Cheah GM and Martens KH (2003). Coumadin knowledge deficits: do recently hospitalized 
patients know how to safely manage the medication? Home Healthcare Nurse 21(2):94–101. 

Clark M, Steinberg M and Bischoff N (1997). Patient readiness for return to home: discord 
between expectations and reality. Australian Occupational Therapy Journal 44(3):132–141. 

Clark MS, Rubenach S and Winsor A (2003). A randomized controlled trial of an education 
and counselling intervention for families after stroke. Clinical Rehabilitation 17(7):703–712. 

Cline CM, Israelsson BY, Willenheimer RB, Broms K and Erhardt LR (1998). Cost effective 
management programme for heart failure reduces hospitalisation. Heart 80(5):442–446. 

CMSA (Case Management Society of Australia) (2004). National Standards of Practice for 
Case Management, CMSA, Melbourne. 



 

118  Guidelines for a palliative approach for aged care in the community setting 

Cowan JD, Burns D, Palmer TW, Scott J and Feeback E (2003). A palliative medicine 
program in a community setting: 12 points from the first 12 months. The American Journal of 
Hospice and Palliative Care 20(6):415–433. 

Davidson PM, Paull G, Introna K, Cockburn J, Davis JM, Rees D, Gorman D, Magann L, 
Lafferty M and Dracup K (2004). Integrated, collaborative palliative care in heart failure: the 
St. George heart failure service experience 1999–2002. Journal of Cardiovascular Nursing 
19(1):68–75. 

DeBusk RF, Miller NH, Parker KM, Bandura A, Kraemer HC, Cher DJ, West JA, Fowler 
MB and Greenwald G (2004). Care management for low-risk patients with heart failure: a 
randomized, controlled trial. Annals of Internal Medicine 141(8):606–613. 

DoHA (Australian Government Department of Health and Ageing) (2003). A New Strategy 
for Community Care: Consultation Paper, DoHA, Canberra. 

DoHA (Australian Government Department of Health and Ageing) (2005). Volunteers 
Contributing to a Palliative Approach in Aged Care: A Model for ‘Helping Out’, prepared by 
Edith Cowan University, Western Australia for the Chronic Disease and Palliative Care 
Branch, DoHA, Canberra.  
http://www.volunteeringaustralia.org (Publications>Search publications) 

DoHA (Australian Government Department of Health and Ageing) (2006). Guidelines for a 
Palliative Approach in Residential Aged Care, enhanced version, prepared by Edith Cowan 
University, Western Australia for the Chronic Disease and Palliative Care Branch, DoHA, 
Canberra, publications approval number 3845. 
http://www.nhmrc.gov.au/publications/synopses/ac12to14syn.htm  

Diwan S, Shugarman LR and Fries BE (2004). Problem identification and care plan 
responses in a home and community-based services program. Journal of Applied Gerontology 
23(3):193–211. 

Doughty RN, Wright SP, Pearl A, Walsh HJ, Muncaster S, Whalley GA, Gamble G and 
Sharpe N (2002). Randomized, controlled trial of integrated heart failure management: The 
Auckland Heart Failure Management Study. European Heart Journal 23(2):139–146. 

Ekman I, Andersson B, Ehnfors M, Matejka G, Persson B and Fagerberg B (1998). 
Feasibility of a nurse-monitored, outpatient-care programme for elderly patients with 
moderate-to-severe, chronic heart failure. European Heart Journal 19(8):1254–1260. 

Elfrink EJ, van der Rijt CCD, van Boxtel RJJ, Elswijk-de Vries P, van Zuijlen L and Stoter G 
(2002). Problem solving by telephone in palliative care: use of a predetermined assessment 
tool within a program of home care technology. Journal of Palliative Care 18(2):105–110. 

Evans C, Drennan V and Roberts J (2005). Practice nurses and older people: a case 
management approach to care. Journal of Advanced Nursing 51(4):343–352. 

Evers MM, Meier DE and Morrison RS (2002). Assessing differences in care needs and 
service utilization in geriatric palliative care patients. Journal of Pain and Symptom 
Management 23(5):424–432. 

http://www.volunteeringaustralia.org/�
http://www.nhmrc.gov.au/publications/synopses/ac12to14syn.htm�


 

Guidelines for a palliative approach for aged care in the community setting  119 

Ferrell BR, Virani R and Grant M (1998). Improving end-of-life care education in home care. 
Journal of Palliative Medicine 1(1):11–19. 

Finkelstein MA, Penner LA and Brannick MT (2005). Motive, role identity, and prosocial 
personality as predictors of volunteer activity. Social Behaviour and Personality 33(4):403–
418. 

Gibson D and Mathur S (1999). Australian innovations in home-based care: a comparison of 
community aged care packages, community options projects and hostel care. Australasian 
Journal on Ageing 18(2):72–78. 

Gilbar P and Stefaniuk K (2002). The role of the pharmacist in palliative care: results of a 
survey conducted in Australia and Canada. Journal of Palliative Care 18(4):287–292. 

Glickman LL, Stocker KB and Caro FG (1997). Self-direction in home care for older people: 
a consumer's perspective. Home Health Care Services Quarterly 16(1–2):41–54. 

Gonseth J, Guallar-Castillón P, Banegas JR and Rodríguez-Artalejo F (2004). The 
effectiveness of disease management programmes in reducing hospital re-admission in older 
patients with heart failure: a systematic review and meta-analysis of published reports. 
European Heart Journal 25(18):1570–1595. 

Good PD, Cavenagh J and Ravenscroft PJ (2004). Survival after enrollment in an Australian 
palliative care program. Journal of Pain and Symptom Management 27(4):310–315. 

Grande GE, McKerral A, Addington-Hall JM and Todd CJ (2003). Place of death and use of 
health services in the last year of life. Journal of Palliative Care 19(4):263–270. 

Gwadry-Sridhar FH, Flintoft V, Lee DS, Lee H and Guyatt GH (2004). A systematic review 
and meta-analysis of studies comparing readmission rates and mortality rates in patients with 
heart failure. Archives of Internal Medicine 164(21):2315–2320. 

Harrison MB, Browne GB, Roberts J, Tugwell P, Gafni A and Graham ID (2002). Quality of 
life of individuals with heart failure: a randomized trial of the effectiveness of two models of 
hospital-to-home transition. Medical Care 40(4):271–282. 

Hastings SN and Heflin MT (2005). A systematic review of interventions to improve 
outcomes for elders discharged from the emergency department. Academic Emergency 
Medicine 12(10):978–986. 

Haydar ZR, Lowe AJ, Kahveci KL, Weatherford W and Finucane T (2004) Differences in 
end-of-life preferences between congestive heart failure and dementia in a medical house 
calls program. Journal of the American Geriatrics Society 52(5):736–740. 

Hegney D, McCarthy A, de la Rue MB, Fahey P, Gorman D, Martin-McDonald K, Pretty G 
and Sundin-Huard D (2002). Discharge planning from the acute sector for people over the 
age of 65. Collegian 9(3):15–21. 

Hegney D, McCarthy A, de la Rue MB, Gorman D, Martin-McDonald K, Fahey P and Pretty 
G (2003). The interface of acute and aged care: the role of the nurse in a provincial area. 
Australasian Journal on Ageing 22(2):85–90. 



 

120  Guidelines for a palliative approach for aged care in the community setting 

Higashi T, Shekelle PG, Adams JL, Kamberg CJ, Roth CP, Solomon DH, Reuben DB, 
Chiang L, MacLean CH, Chang JT, Young RT, Saliba DM and Wenger NS (2005). 
Improving patient care. Quality of care is associated with survival in vulnerable older 
patients. Annals of Internal Medicine 143(4):274–281. 

Higginson IJ, Astin P and Dolan S (1998). Where do cancer patients die? Ten-year trends in 
the place of death of cancer patients in England. Palliative Medicine 12(5):353–363. 

Hoad P (2002). Drawing the line: the boundaries of volunteering in the community care of 
older people. Health and Social Care in the Community 10(4):239–246. 

Holland R, Lenaghan E, Harvey I, Smith R, Shepstone L, Lipp A, Christou M, Evans D and 
Hand C (2005) Does home based medication review keep older people out of hospital? The 
HOMER randomised controlled trial. British Medical Journal (Clinical Research Edition) 
330(7486):293–293. 

Holland R, Brooksby I, Lenaghan E, Ashton K, Hay L, Smith R, Shepstone L, Lipp A, Daly 
C, Howe A, Hall R and Harvey I (2007). Effectiveness of visits from community pharmacists 
for patients with heart failure: HeartMed randomised controlled trial. British Medical Journal 
334(7603):1098. 

Hsia Der E, Rubenstein LZ and Choy GS (1997). The benefits of in-home pharmacy 
evaluation for older persons. Journal of the American Geriatrics Society 45(2):211–214. 

Hughes SL, Weaver FM, Giobbie-Hurder A, Manheim L, Henderson W, Kubal JD, 
Ulasevich A and Cummings J (2000). Effectiveness of team-managed home-based primary 
care: a randomized multicenter trial. Journal of the American Medical Association 
284(22):2877–2885. 

Hyde CJ, Robert IE and Sinclair AJ (2000). The effects of supporting discharge from hospital 
to home in older people. Age and Ageing 29(3):271–279. 

Inglis SC, Pearson S, Treen S, Gallasch T, Horowitz JD and Stewart S (2006). Extending the 
horizon in chronic heart failure: effects of multidisciplinary, home-based intervention relative 
to usual care. Circulation 114(23):2466–2473. 

Jaarsma T, Halfens R, Huijer Abu-Saad H, Dracup K, Gorgels T, van Ree J and Stappers J 
(1999). Effects of education and support on self-care and resource utilization in patients with 
heart failure. European Heart Journal 20(9):673–682. 

Jaarsma T, Halfens R, Tan F, Abu-Saad HH, Dracup K and Diederiks J (2000). Self-care and 
quality of life in patients with advanced heart failure: the effect of a supportive educational 
intervention. Heart and Lung 29(5):319–330. 

Jakobsson E, Johnsson T, Persson L and Gaston-Johansson F (2006). End-of-life in a 
Swedish population: demographics, social conditions and characteristics of places of death. 
Scandinavian Journal of Caring Sciences 20(1):10–17. 

Kelley ML and MacLean MJ (1997). I want to live here for rest of my life. The challenge of 
case management for rural seniors. Journal of Case Management 6(4):174–182. 



 

Guidelines for a palliative approach for aged care in the community setting  121 

Kimmelstiel C, Levine D, Perry K, Patel AR, Sadaniantz A, Gorham N, Cunnie M, Duggan 
L, Cotter L, Shea-Albright P, Poppas A, LaBresh K, Forman D, Brill D, Rand W, Gregory D, 
Udelson JE, Lorell B, Konstam V, Furlong K and Konstam MA (2004). Randomized, 
controlled evaluation of short- and long-term benefits of heart failure disease management 
within a diverse provider network: the SPAN-CHF trial. Circulation 110(11):1450–1455. 

Kite S, Jones K and Tookman A (1999). Specialist palliative care and patients with noncancer 
diagnoses: the experience of a service. Palliative Medicine 13(6):477–484. 

Kobza L and Scheurich A (2000). The impact of telemedicine on outcomes of chronic 
wounds in the home care setting. Ostomy Wound Management 46(10):48–53. 

Kodner DL and Kyriacou CK (2000). Fully integrated care for frail elderly: two American 
models. International Journal of Integrated Care 1:e08. 

Kodner DL (2006). Whole-system approaches to health and social care partnerships for the 
frail elderly: an exploration of North American models and lessons. Health & Social Care in 
the Community 14(5):384–390. 

Kovacs PJ and Black B (1997). Differentiating recruitment strategies for direct patient care, 
clerical, and fundraising hospice volunteers. Hospice Journal 12(4):43–56. 

Krout JA (1997). Barriers to providing case management to older rural persons. Journal of 
Case Management 6(4):142–150. 

Krumholz HM, Amatruda J, Smith GL, Mattera JA, Roumanis SA, Radford MJ, Crombie P 
and Vaccarino V (2002). Randomized trial of an education and support intervention to 
prevent readmission of patients with heart failure. Journal of the American College of 
Cardiology 39(1):83–89. 

Lane CJ, Bronskill SE, Sykora K, Dhalla IA, Anderson GM, Mamdani MM, Gill SS, Gurwitz 
JH and Rochon PA (2004). Potentially inappropriate prescribing in Ontario community-
dwelling older adults and nursing home residents. Journal of the American Geriatrics Society 
52(6):861–866. 

Ledwidge M, Barry M and Cahill J (2003). Is multidisciplinary care of heart failure cost-
beneficial when combined with optimal medical care? European Journal of Heart Failure 
5(3):381–389. 

Lenaghan E, Holland R and Brooks A (2007). Home-based medication review in a high risk 
elderly population in primary care — the POLYMED randomised controlled trial. Age and 
Ageing 36(3):292–297. 

London MR, McSkimming S, Drew N, Quinn C and Carney B (2005). Evaluation of a 
comprehensive, adaptable, life-affirming, longitudinal (CALL) palliative care project. 
Journal of Palliative Medicine 8(6):1214–1225. 

Maiolo C, Mohamed EI, Fiorani CM and De Lorenzo A (2003). Home telemonitoring for 
patients with severe respiratory illness: the Italian experience. Journal of Telemedicine and 
Telecare 9(2):67–71. 



 

122  Guidelines for a palliative approach for aged care in the community setting 

Malmberg B, Ernsth M, Larsson B and Zarit SH (2003). Angels of the night: evening and 
night patrols for homebound elders in Sweden. The Gerontologist 43(5):761–765. 

Mann WC, Marchant T, Tomita M, Fraas L and Stanton K (2001). Elder acceptance of health 
monitoring devices in the home. Care Management Journals: Journal of Case Management; 
Journal of Long Term Home Health Care 3(2):91–98.  

Mant J, Carter J, Wade DT and Winner S (2000). Family support for stroke: a randomised 
controlled trial. Lancet 356(9232):808–813. 

McAlister FA, Lawson FM, Teo KK and Armstrong PW (2001). A systematic review of 
randomized trials of disease management programs in heart failure. American Journal of 
Medicine 110(5):378–384. 

McAlister FA, Stewart S, Ferrua J and McMurray JJV (2004). Multidisciplinary strategies for 
the management of heart failure patients at high risk for admission: a systematic review of 
randomized trials. Journal of the American College of Cardiology 44(4):810–819. 

McCarthy EP, Phillips RS, Zhong Z, Drews RE and Lynn J (2000). Dying with cancer: 
Patients' function, symptoms, and care preferences as death approaches. Journal of the 
American Geriatrics Society 48(5):S110–S121. 

McNamara B and Rosenwax L (2007). Specialist palliative care use for people dying of 
cancer in Western Australia. Cancer Forum 31(1):18–22. 

Mitchell SL, Morris JN, Park PS and Fries BE (2004). Terminal care for persons with 
advanced dementia in the nursing home and home care settings. Journal of Palliative 
Medicine 7(6):808–816. 

Naylor MD, Brooten DA, Campbell RL, Maislin G, McCauley KM and Schwartz JS (2004). 
Transitional care of older adults hospitalized with heart failure: a randomized, controlled trial. 
Journal of the American Geriatrics Society 52(5):675–684. 

Naylor MD (2006). Transitional care: a critical dimension of the home healthcare quality 
agenda. Journal for Healthcare Quality 28(1):48–54. 

Nazareth I, Burton A, Shulman S, Smith P, Haines A and Timberal H (2001). A pharmacy 
discharge plan for hospitalized elderly patients — a randomized controlled trial. Age and 
Ageing 30(1):33–40. 

NHMRC (National Health and Medical Research Council) (2007). NHMRC Additional Levels of Evidence and 
Grades for Recommendations for Developers of Guidelines, Stage 2 consultation, NHMRC, Canberra.  
http://www.nhmrc.gov.au/guidelines/consult/consultations/add_levels_grades_dev_guidelines2.htm  

Noel HC, Vogel DC, Erdos JJ, Cornwall D and Levin F (2004). Home telehealth reduces 
Healthcare costs. Telemedicine Journal and E-Health 10(2):170–183. 

Omoto AM, Snyder M and Martino SC (2000). Volunteerism and the life course: 
Investigating age-related agendas for action. Basic and Applied Social Psychology 
22(3):181–197. 

http://www.nhmrc.gov.au/guidelines/consult/consultations/add_levels_grades_dev_guidelines2.htm�


 

Guidelines for a palliative approach for aged care in the community setting  123 

Payne S (2001). Bereavement support: something for everyone? International Journal of 
Palliative Nursing 7(3):108. 

Peruselli C, Di Giulio P, Toscani F, Gallucci M, Brunelli C, Costantini M, Tamburini M, Paci 
E, Miccinesi G, Addington-Hall JM and Higginson IJ (1999). Home palliative care for 
terminal cancer patients: a survey on the final week of life. Palliative Medicine 13(3):233–
241. 

Peters L and Sellick K (2006). Quality of life of cancer patients receiving inpatient and home-
based palliative care. Journal of Advanced Nursing 53(5):524–533. 

Phillips CO, Wright SM, Kern DE, Singa RM, Shepperd S and Rubin HR (2004). 
Comprehensive discharge planning with postdischarge support for older patients with 
congestive heart failure — a meta-analysis. Journal of the American Medical Association 
291(11):1358–1367. 

Potter J, Hami F, Bryan T and Quigley C (2003). Symptoms in 400 patients referred to 
palliative care services: prevalence and patterns. Palliative Medicine 17(4):310–314. 

Pugh LC, Havens DS, Xie S, Robinson JM and Blaha C (2001). Case management for elderly 
persons with heart failure: the quality of life and cost outcomes. MEDSURG Nursing 
10(2):71–78. 

Rodgers H, Atkinson C, Bond S, Suddes M, Dobson R and Curless R (1999). Randomized 
controlled trial of a comprehensive stroke education program for patients and caregivers. 
Stroke 30(12):2585–2591. 

Steele LL, Mills B, Long MR and Hagopian GA (2002). Patient and caregiver satisfaction 
with end-of-life care: does high satisfaction mean high quality of care? American Journal of 
Hospice and Palliative Care 19(1):19–27. 

Stromberg A, Martensson J, Fridlund B, Levin LA, Karlsson JE and Dahlstrom U (2003). 
Nurse-led heart failure clinics improve survival and self-care behaviour in patients with heart 
failure: results from a prospective, randomised trial. European Heart Journal 24(11):1014–
1023. 

Taylor S, Bestall J, Cotter S, Falshaw M, Hood S, Parsons S, Wood L and Underwood M 
(2005). Clinical service organisation for heart failure. Cochrane Database of Systematic 
Reviews (2):CD002752. 

Temkin-Greener H, Bajorska A and Mukamel DB (2006). Disenrollment from an acute/long-
term managed care program (PACE). Medical Care 44(1):31–38. 

Therapeutic Guidelines (2005). Palliative Care, version 2, Therapeutic Guidelines Ltd, 
Melbourne. http://www.tg.org.au/index.php?sectionid=47  (Version 3, 2010  is now available.)  

Thomas M, Woodhouse B, Rees-Mackenzie J and Jeon Y (2007). Use of and satisfaction 
with Community Aged Care Packages in the eastern suburbs of Sydney. Australasian Journal 
on Ageing 26(1):8–14. 

http://www.tg.org.au/index.php?sectionid=47�


 

124  Guidelines for a palliative approach for aged care in the community setting 

Visser-Meily A, van Heugten C, Post M, Schepers V and Lindeman E (2005). Intervention 
studies for caregivers of stroke survivors: a critical review. Patient Education and Counseling 
56(3):257–267. 

Wells Y, Swerissen H and Kendig H (1999). Client outcomes in case managed care: who 
benefits most? Australasian Journal on Ageing 18(2):79–85. 

Wu JYF, Leung WYS, Chang S, Lee B, Zee B, Tong PCY and Chan JCN (2006). 
Effectiveness of telephone counselling by a pharmacist in reducing mortality in patients 
receiving polypharmacy: randomised controlled trial. British Medical Journal (Clinical 
Research Edition) 333(7567):522–522 

 



 

Guidelines for a palliative approach for aged care in the community setting  125 

Chapter 4 Family carers 

Family carers are an important source of support for older adults living in the community 
(Grunfeld et al 2004, Dumont et al 2006). They are also a vital component of the health care 
team that provides a palliative approach to care. Without the input of family carers, many 
people with chronic and life-limiting illness would be unable to continue to live at home 
(Covinsky et al 2001, Grov et al 2006).  

The importance of family carers is reflected in the breadth of this chapter, which includes:  

• an explanation of the context of family caring for older adults in the community, 
including how the aged care team can assess and support carers, and information on 
carers’ experiences of loss, grief and bereavement (Section 4.1)  

• a report on the effectiveness of key types of support available for carers (including family 
carer education and respite care) with evidence-based recommendations for carer support 
in various circumstances (Section 4.2)  

• a review of other support strategies that might help family carers (Section 4.3).   

In this document, the term ‘carer’ is used to mean a family carer; ‘care worker’ is used to mean a 
person employed to provide care.  

In a palliative approach to care, anyone central to the support network of the person is regarded as 
‘family’, regardless of whether they are related; it is the bond of affection that is important (DoHA 
2006). Therefore, the family carer may be either a friend or a family  
member. 

See Glossary for further details. 

4.1 The context of family care 

This section explains the role of family carers and the consequences of taking on this role. The 
section also explains how to assess the needs of family carers and summarises the support that is 
available to them. A description of how bereavement affects family carers is also provided.  

Appendix K contains the details of studies reviewed for this section. 

Families, and the older adults for whom they provide care, have both separate and common needs. 
When providing care and support in the home, all these needs and how they may be intertwined 
should be considered. 

4.1.1 Who are family carers? 

Until recently, family carers were viewed as ‘helpers’ (Given et al 2004). However, the 
intensity of the impact of caring on carers’ health (Redinbaugh et al 2003, Grunfeld et al 
2004, Dumont et al 2006) and the widespread nature of this impact (Gonzalez-Salvador et al 
1999, Meuser and Marwit 2001) have now been recognised, leading to a heightened 
awareness of the risks associated with caring (Brazil et al 2005a). In Australia, most family 
carers are women who do not work full time; they also tend to be in poor health (Lee and 
Gramotnev 2007). North American research suggests that more men are taking on the role of 
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carer (Ducharme et al 2007); however, they tend to provide less personal care and use more 
community service support (Fromme et al 2005). Thus, some challenges may be common to 
all carers, yet needs may vary across carer groups.  

Family carers’ work is based on a pre-existing relationship, is often unpaid and is frequently 
under-recognised. The primary carer is the person who provides the most help to the person, 
although some family carers who are not primary carers also provide substantial support. 
Additionally, care may be shared to the extent that no one person is the primary carer. 

Providing care for older adults is a dynamic process and many people take on the role of a 
family carer for years before the older adult needs more intense care during their final months 
of life (Kesselring et al 2001, Montgomery et al 2002, Kristjanson et al 2005, Thomas et al 
2006, Whitlatch and Feinberg 2006). End-of-life care can be complex and community care 
services often become involved, or more intensely involved, at this stage (Visser et al 2004). 
A palliative approach to care involves supporting both the older person and their family carer 
(Benzein and Berg 2005); ideally this approach should be in place before the final escalation 
of care needs. 

Approximately one in eight (2.6 million) Australians provide informal care (as a family 
member or friend) to a person who needs help because of a disability, chronic illness or old 
age (ABS 2004). If this volunteer care was substituted with formal, paid care, it would cost 
about $30.5 billion per year (Access Economics 2005).  

However, in Australia, we do not know how many family carers provide palliative care for 
older adults with a life-limiting illness. An American survey showed that more than 70% of 
older people who had chronic disease, and who still lived at home, received help from family 
members in their last year of their life (Wolff et al 2007). Also, a study of Holland’s 
chronically ill population found that family carers provided the majority of care, with services 
only being used when informal care was not enough (Visser et al 2004). If we assume a 
similar pattern of family care in Australia, using a palliative approach provides a challenge 
for community care providers. In addition to providing support to improve family carers’ 
confidence and wellbeing, and assisting them in care provision, community providers also 
need to support families through their grief and bereavement. 

4.1.2 What do family carers do? 

In the United States, family carers provide an average of approximately 45 hours of help each 
week to people with a life-limiting illness who still live at home (Schulz et al 2003; Wolff et 
al 2007). Tasks of caring include helping with bathing, dressing, eating, grooming, using the 
toilet and mobility. Carers also help with phone calls, shopping, preparing meals, house 
cleaning, laundry, transport, household tasks, taking medicine and handling finances (Schulz 
et al 2003, Wolff et al 2007). Moreover, they provide emotional support, participate in 
decision making and liaise with health care professionals (Fromme et al 2005). Family carers 
have a role in discussing end-of-life care with the older adult and ensuring that their wishes 
are acted on (Kahana et al 2004). Overall, they need to be acknowledged as members of the 
older person’s support team (Wolff et al 2007). 

Family carers of people who have dementia may have many additional responsibilities, 
including supervising the older person because of their memory problems and managing their 
behavioural symptoms. To maintain the older person’s safety, as well as the safety of others 
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in the household, these carers can feel that they are ‘on duty’ 24 hours each day (Schulz et al 
2003).  

Family carers of chronically ill and disabled people often have to provide physical care over 
many years, as the older person’s health and physical function gradually deteriorate. Carers 
of people with cancer frequently have to provide intense care, although the duration may be 
shorter due to the rapid progression of many cancers (Redinbaugh et al 2003). During the 
final few months of an older person’s life, their care needs will increase, as will the demands 
on their carers. Consequently, carers may experience cumulative effects that reduce their 
health and wellbeing, as well as their employment, leisure and socialisation (Brazil et al 
2003a, Goldstein et al 2004).  

Many older people would prefer to die at home because this allows them to stay connected 
with their community, have family and loved ones present, and maintain a sense of normality. 
Family carers play a pivotal role in helping to achieve a home death when that is the desired 
option (Brazil et al 2005b). Good support is also essential to sustain end-of-life care in the 
home (Visser et al 2004). However, death in hospital or another inpatient setting is more 
suitable for some older adults, particularly when they need continuous or complex nursing 
care to manage their symptoms (Brazil et al 2005b). Also, residential aged care may be the 
only option if the carer’s health prevents ongoing home care or community services are 
inadequate (Brazil et al 2005b). For example, when an older adult has dementia, the decision 
to place them in residential care is mainly associated with the carer’s health and their burden 
of care. Such decisions are rarely made lightly and may follow years of consideration (Rudd 
et al 1999).  

Whereas enabling a family member to die at home can be very satisfying for the family carer (Singer 
et al 2005), this is not always desired, desirable or feasible. 

4.1.3 What are the benefits of being a carer? 

Taking on the role of carer can give people feelings of achievement and satisfaction. 
Research suggests that caring is rewarding for both the carer and the recipient, with each 
receiving support from the other (Wolff et al 2007). Research also shows that most family 
carers believe that satisfaction outweighs drawbacks (Osse et al 2006). As many as 70% of 
carers in one study claimed that their role made them feel good about themselves, allowed 
them to appreciate life more, and made them feel both useful and needed (Wolff et al 2007).  

Other benefits of being a carer include developing a better quality of relationship with the 
person who needs care (Meuser and Marwit 2001), a sense of mastery in learning new skills 
(Meuser and Marwit 2001, Wolff et al 2007), finding the experience meaningful (Kesselring 
et al 2001, Fromme et al 2005) and experiencing stronger family relationships (Wolff et al 
2007).  

4.1.4 What are the drawbacks of being a carer? 

Unfortunately, the benefits of being a carer do not protect the carer from some of the 
drawbacks of providing care (Beery et al 1997). 
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Caring has social, economic, emotional and physical costs (Brazil et al 2005a). Stressors 
affect everyone differently (Walker and Pomeroy 1997) and it is not unusual for carers to 
focus on care needs at the expense of their own health (Grunfeld et al 2004). Older carers, in 
particular, are affected by more illness (Wolff et al 2007) and face a higher risk of death 
when they are under strain from providing care (Visser et al 2004, Papastavrou et al 2007). 
Younger carers are also vulnerable and experience an altered role that can disrupt daily 
activities (Goldstein et al 2004, Grunfeld et al 2004, Osse et al 2006), limit personal freedom 
and require them to put future plans on hold (Meuser and Marwit 2001). The amount of 
psychological distress that family carers experience may initially decrease over time (Beery 
et al 1997, Walker and Pomeroy 1997). However, as the older person’s mobility declines and 
symptoms increase, carers experience more distress, depression and anxiety (Given et al 
2004, Dumont et al 2006).  

Making the decision to change from home care to residential care is often triggered by carer 
depression (Bookwala et al 2004). However, depression frequently persists after this change, 
and even after the older person dies (Schulz et al 2003, Grov et al 2006, Papastavrou et al 
2007). An American study found that up to 32% of family carers suffer from clinical 
depression and that many others have depressive symptoms (Covinsky et al 2003). The rate 
of depression among the family carers of people with dementia is higher, possibly because 
people who have dementia need more demanding care (Nordberg et al 2005). Carer 
exhaustion is a particular concern in these family carers (Almberg et al 1997), and is more 
likely to occur in the first three months of care and later when care is difficult and protracted 
(Raveis et al 1998). Overall, however, family carers who provide home care report less strain 
than those who support family members admitted to inpatient settings, such as residential 
care or hospitals (Gaugler et al 2004, Fromme et al 2005). 

Whatever the setting, the severity of the older person’s symptoms during their illness (particularly at 
the end of life) can have a powerful effect on family carers. The resulting strain affects them long 
after the person dies (Fromme et al 2005, Dumont et al 2006). 

Carer strain can be manifested as (Grov et al 2006): 

• sleep disorders 

• fatigue 

• headaches 

• feelings of uncertainty, hopelessness and helplessness.  

Financial hardship is another significant strain on carers. Family carers may need to reduce 
their work hours or stop working when adopting the carer role; they may also use up their 
savings (Covinsky et al 2001, Tilden et al 2004). Some government financial benefits are 
available for vital support (Banerjee et al 2003).  

In the longer term, some carers’ health and financial problems persist after caring ceases (Lee 
et al 2007). Other carers, including elderly family carers of people who have dementia, 
usually experience improved physical health once caring ceases and they can attend to their 
own physical and medical needs (Grasel 2002).  
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4.1.5 Assessing carers’ needs 

Assessing carers’ needs and providing them with timely support is critically important for the 
health and wellbeing of vulnerable family carers. Community aged care professionals can assess 
carers’ needs to target, refine and tailor the content, structure and delivery of care, and provide 
flexible and effective strategies to support the family carer (Gaugler et al 2004).  

The following list summarises risk factors that can predispose carers to stress or ill health. The 
health care team can use these risk factors to screen carers for their likelihood of becoming 
stressed, and use them to help prioritise strategies for providing care. The risk factors are: 

• providing live-in care (Visser et al 2004), especially when the care recipient has dementia 
(Banerjee et al 2003) 

• having difficulty with managing the person’s symptoms, medications and self-care needs 
(Redinbaugh et al 2003) 

• looking after older people with higher levels of dependency (Ferrario et al 2004b), 
including a higher risk of falls (Kuzuya et al 2006) 

• experiencing a disrupted lifestyle; for example, needing to be absent from work or to 
abandon work activities (Ferrario et al 2004b) 

• having a low level of education (Lee et al 2001) 

• having two or more health conditions (Lee et al 2001) 

• looking after someone whose physical or psychological symptoms are causing them 
distress (Redinbaugh et al 2003, Tilden et al 2004) 

• having difficulty communicating with the care recipient (Fried et al 2003) 

• experiencing losses in social life, family relationships and leisure activities (Kesselring et 
al 2001) 

• experiencing uncertainty about the illness (Redinbaugh et al 2003, Tilden et al 2004) 

• reducing healthy behaviours, such as exercising or eating well (Ferrario et al 2004b) 

• feeling a heavy or intense emotional burden (Ferrario et al 2004b). 

Assessment of carers’ needs is a holistic and comprehensive process. Social networks and the 
willingness of friends and relatives to help are resources that need to be considered; spiritual 
and cultural aspects are also important.  

An assessment of the older person’s symptoms can form a starting point for educating family 
carers about symptom assessment and management (Kristjanson et al 1998). Tailoring 
assessments to an individual carer is also likely to be important.  

Male carers report less carer strain than women. This has been attributed to the different ways in 
which they express their emotions and to their reluctance to make voluntary disclosures about their 
suffering (Fromme et al 2005). 

 

Male carers respond best to direct questions, such as the following (Fromme et al 2005):  

• Have you needed to miss work to care for your family member?  
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• Do you have financial concerns about caring?  

• How are you sleeping?  

• What works really well when you provide care?  

• What is the most difficult aspect of providing care? 

• How do you get rest and time-out? 

The aged care team can use a number of tools to work out family carers’ needs (see Table 
4.1). Online access to these tools will increase over time, as tool developers respond to the 
needs of practitioners. 

 

The CareSearch website provides links to useful sites, as well as information on selecting the best 
tool.  

See http://www.caresearch.com.au 

http://www.caresearch.com.au/�
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T able 4.1 F amily car er  assessment tools 

Tool Features Reference 

The Caregiver 
Quality of Life Index 
— Cancer scale 

Takes 10 minutes to complete 

Has been validated in a palliative setting 

Identifies changes in the family carer’s health status 

Has good internal consistency reliability 

Weitzner et al (1999) 

Family Strain 
Questionnaire 

Takes 20 minutes to complete 

Identifies burden of caregivers  

Validated in Italy 

Can be used on its own for a general assessment of 
the problems that are related to providing care  

Can identify family carers at risk of not coping with 
bereavement 

Ferrario et al (2004a) 

The Caregiving at 
Life’s End 
Questionnaire 

Has good validity and reliability  

Information can be used to identify the benefits of 
care giving and impact of palliative care 
interventions 

Salmon et al (2005) 

Family Carers’ of 
Alzheimer’s Disease 
Problems Scale 

Identifies predictors of mental health symptoms and 
depression 

Identifies family carers who are vulnerable and most 
in need of practical help, psychoeducation, 
emotional support or psychological treatment 

Livingston et al (2005) 

Marwit-Meuser 
Caregiver Grief 
Inventory 

Measures burden of care giving and grief in carers 
of Alzheimer’s patients 

Can be used to monitor carers over time 

Marwit and Meuser 
(2002)  

Bereavement Risk 
Index 

Validated in the Australian community 

Short and easy to use  

Requires approximately four hours of training to use 
it efficiently, as well as to put in place protocols for 
bereavement support  

Identifies family members who need help coping 
with bereavement  

Kristjanson et al (2005) 

4.1.6 Supporting carers 

Most carers do not feel prepared for their caring role (Redinbaugh et al 2003). Yet family 
carers do not often ask for help from formal services (Diwan et al 2004). Instead, they tend to 
seek help from family and friends (informal support) (Cohen et al 2001, Wolff et al 2007). 

Informal support for carers has good outcomes. For example, carers of people with dementia 
who experience good social and emotional support from family and friends are less likely to 
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feel overwhelmed or trapped. They are also more likely to feel that they still have someone 
with whom they can share close moments (Gaugler et al 2004).  

When someone is new to the role of carer, as well as when care needs intensify, they may 
need formal services to help manage any negative consequences of caring experiences 
(Gaugler et al 2005). Support that may be useful includes information or education, respite 
care, or social and emotional support. These types of support can help protect the carer’s 
health (Brazil et al 2003b, Fromme et al 2005) and prevent an early end to home caring 
(Ducharme et al 2007). 

W hat ar e the bar r ier s to accessing suppor t?  

Some family carers do not use support services, even when they need them. Their reasons for 
not using services include: 

• concerns about privacy and confidentiality, especially in rural and remote areas (Li 2006) 

• difficulty in accessing services because of the distance and travelling required; for 
example, to take an older person to a day respite centre (Li 2006) 

• lack of awareness of community services or finding them inadequate (Strain and 
Blandford 2002, Teno et al 2004) 

• the belief that it is inappropriate to use services (this belief may be cultural) (Brazil et al 
2005a) 

• a wish to maintain their relationship with the older person (Brazil et al 2005a)  

• expense of services, or the lack of availability of local services, especially in rural or 
remote areas (Cravens et al 2005, Li 2006) 

• challenges experienced with managing a change in routine because of service delivery, 
especially if the older person has cognitive impairment (Strain and Blandford 2002).  

Additionally, male carers may resist using services to avoid appearing unfamiliar with their 
role. As mentioned in Section 4.1.5, they may also be reluctant to share personal feelings in 
support groups because there are few other men, the benefits of sharing are not concrete or 
they feel a need to be independent and strong (Fromme et al 2005).  

W hat does car er  suppor t need to include? 

Practical approach 
Support for carers should be practical — that is, it should be easy to access, clearly defined 
and effective. When recommending programs or services to family carers, the aged care team 
should make sure that (Montgomery et al 2002):  

• the family carer has clear and accurate expectations of the support that the program or 
service provides 

• the family carer receives information about the program or service, including times and 
availability 

• the family carer understands, and can meet, any transport needs 

• there is not too much ‘red tape’ involved. 
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Information  
Support in the form of information can help family carers understand what is required of 
them, how to use the resources and knowledge that can help them in their role, and how to 
cope with the challenges of being a carer. The information provided needs to be sensitive to 
individual carers’ wishes and needs; this helps to avoid distress or misunderstanding about 
cultural preferences (Ingleton et al 2004). As a general guide, family carers of people who 
have life-limiting illness would like information about: 

• the caring role and its boundaries (Lee et al 2001) 

• diagnosis and likely outcomes (the ‘prognosis’) (Wolff et al 2007) 
• the cause of the disease (Osse et al 2006) 

• physical problems that can be expected (Osse et al 2006) 

• possibilities of treatment and side effects (Osse et al 2006) 

• alternative healing methods (Osse et al 2006) 

• skills needed to meet the daily demands of caring (Osse et al 2006) 

• how to provide nourishment (Osse et al 2006) 

• behavioural management and functional issues, when the care recipient has dementia 
(Gonzalez-Salvador et al 1999) 

• what will happen in the future (ie life expectancy and service availability) (Casarett et al 
2003, Osse et al 2006) 

• symptoms and how they can be managed (Casarett et al 2003) 

• death (Casarett et al 2003). 

Carers of people with neurological diseases need information on how to access services and 
equipment, as well as how to find reliable, ongoing support workers (Kristjanson et al 2005). 
These carers are particularly vulnerable due to their demanding role. Therefore, showing 
them how to navigate the support system is a priority, because they will need this help at a 
time when they are under the most pressure.  

 

In Australia, the most appropriate initial point of contact for carers to access information about 
support is Carers Australia http://www.carersaustralia.com.au, or the state-based branches of this 
organisation.  

Alzheimer’s Australia is also an excellent resource for family carers of people who have 
dementia http://www.alzheimers.org.au. Again, this organisation has state-based branches. 

Education and training  
Education and training of family carers may improve the way in which information is 
provided. For example, family carers may be educated about the possible causes of symptoms 
and how to assess the intensity of symptoms. Carers can also be educated about the 
importance of looking after their own health. This form of education, sometimes called self 
care or psychoeducation, concentrates on how to cope with problems or stresses in caring. 
For example, the feelings of anger sometimes experienced by carers may be addressed by 
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anger-management strategies (Meuser and Marwit 2001). Information and education are 
often offered by support groups and self-help organisations (Brazil et al 2005a).  

Counselling and respite care 
Social and emotional support are also offered by the support groups that provide information 
and education (Robertson et al 2007). Many disease associations, for example, run their own 
support groups. Counselling may be available via these groups or accessed via a referral from 
a general practitioner (GP).  

Respite care helps carers to take a break or holiday, devote time to other family members, 
attend to their own health, or do anything else that they choose; it can extend for just a few 
hours or for a few weeks (Braithwaite 1998). However, family carers may have mixed 
feelings about using respite care (van Exel et al 2006). Therefore, family carers who have 
another family member or a friend who can help care for the older person are less likely to 
use respite services (Kosloski et al 2001).  

Some barriers to using respite care are not easily resolved. For example, a Dutch study found 
that about half the family carers who failed to use respite care did need this service, but were 
prevented from using it because of resistance from the person they were looking after (van 
Exel et al 2006). Sometimes, the family carer’s sense of duty and responsibility, along with a 
fear that the care recipient will be unhappy, will prevent them accessing respite care. A wish 
to maintain privacy and lifestyle control may also mean that in-home respite, in particular, is 
avoided (Braithwaite 1998). Finally, some family carers do not recognise themselves as 
carers and therefore do not seek information about respite services (van Exel et al 2006) or 
they may believe that the service is not accessible (Kosloski et al 2001).  

Family carers in most need of respite care include those who: 

• provide high levels of support with personal care, and are unable to access blocks of free 
time (Braithwaite 1998, Kosloski et al 2001) 

• are in dysfunctional caring relationships (which often involve a history of conflict 
between the carer and the care recipient) (Braithwaite 1998) 

• experience increasing distress, for whatever reason (Kosloski et al 2001). 

Most commonly, respite is provided as in-home respite, day care, short-stay respite (in a 
residential facility or hospital), or special holiday arrangements (van Exel et al 2006). 
Sometimes, programs are exclusive to people who have dementia. During respite, the 
emphasis for the care recipient can be on routine care, outdoor mobility, social visits (van 
Exel et al 2006), treatment or rehabilitation (Montgomery et al 2002).  

4.1.7 Family carers’ experiences of loss, grief and bereavement 

Grief includes a range of responses to loss that can be experienced as longing for whatever 
has been lost, pain, guilt, anger or sadness. Bereavement is the reaction to loss and includes 
healing from that loss. Healing requires working through the emotional, cognitive and social 
changes that relate to the loss until a satisfying conclusion is reached, even though the person 
may never feel fully recovered (DoHA 2006). Bereavement can, therefore, be a time of 
personal growth (Aneshensel et al 2004). However, everyone experiences grief, bereavement 
and healing differently (DoHA 2006). 
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B efor e death 

End-of-life care requires family members to provide intensive care while simultaneously 
coping with escalating grief and loss (Carr et al 2001, Redinbaugh et al 2003). Carers 
experience losses caused by taking on the role of carer; for example, losses of social or work 
interactions (Meuser and Marwit 2001). Significant grief is likely when these losses are 
compounded by the deterioration of the person who is dying, when the final loss of a life-
long companion is imminent (Walker and Pomeroy 1997).  

This anticipatory grief may be associated with physical symptoms such as anxiety and sleep 
disturbance (Chentsova-Dutton et al 2002). On a more positive note, families that are 
anticipating death can become closer to their dying relative, at the same time making 
practical plans for the survivor and resolving unfinished business. In other words, they 
respond in advance to the loss and start the process of bereavement (Carr et al 2001).  

Family carers of people who have dementia tend to suffer grief earlier, as the older person’s 
cognitive functioning deteriorates. Some carers find this loss more significant than when death 
occurs (Rudd et al 1999, Meuser and Marwit 2001). Meuser and Marwit (2001) found the 
following two key differences between spouses and adult children who were providing care for 
people who had dementia: 

• sons and daughters who provided care tended to experience intense grief, anger and 
frustration when the dementia was moderate, and sadness plus concern for others when 
the dementia was severe 

• spouses, however, were found to have a continual increase in grief throughout the disease 
progression, with anger and frustration mainly being experienced in the severe stage and a 
strong focus on their own loss at that time.  

Other research has indicated that carers of people with dementia who are not prepared for the 
death are likely to suffer more depression, anxiety and complicated grief. A simple screening 
question to detect those who may be at particular risk may therefore be helpful, asking the carer 
whether they are prepared for the death (Hebert et al 2006). 

A fter  death 

People can respond in many ways to the death of a relative (Aneshensel et al 2004). Although 
individual reactions are unique, symptoms such as crying or becoming upset when thinking 
about the person, and feeling preoccupied with thoughts about the person tend to diminish 
during the first year; whereas being reminded frequently about the person during everyday 
life and missing the person may remain constant during that time. Reactions to grief are 
characterised by sleep disturbance, loss of appetite and general distress (Brazil et al 2003b). 

Bereavement can be experienced as pain and other physical symptoms, especially in older adults. 
These symptoms can affect the physical function of the bereaved carer, and education strategies to 
address bereavement risks and prevent symptoms (eg depression, anxiety, other psychiatric disorders) 
ideally need to begin during the care-giving period (Williams 2005) 

Bereavement is not just a series of stages leading to resolution. It is a complex process that 
does not always depend on how much time has passed since death, although the overall 
intensity of grief does decrease as time passes for most people (Chentsova-Dutton et al 2002, 
Schulz et al 2006). Sometimes, however, overall recovery may be incomplete (Brazil et al 
2003a).  
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Bereavement is partly a social process, with family and friends playing an important role in 
recovery (Brazil et al 2003a). Therefore, family carers who have become socially isolated 
during care and have difficulty reconnecting with their social networks may be particularly 
vulnerable to poorer wellbeing (Valdimarsdottir et al 2002, Burton et al 2006). The end of the 
carer role also involves additional losses at this time, including the carer’s sense of purpose 
and mastery (Prokos and Keene 2005) and the withdrawal of support services (Gaugler et al 
2004).  

Despite the extensive losses associated with both the bereavement and the ending of the carer 
role, most family carers are supported adequately at this time by family and friends (Schulz et 
al 2003). Community-based bereavement programs may include counselling and support 
groups that help people to deal with loss and grief, learn new skills (previously undertaken by 
the deceased person), look after their own health and meet others to make new friends 
(Caserta et al 2004). Overtreating people during bereavement, however, can have negative 
effects. The GP or other member of the aged care team should assess the carer to see whether 
they need more intensive therapy (Kristjanson et al 2005).  

Signs of complex grief include (Schulz et al 2006): 

• a sense of disbelief that the person has died 

• anger and bitterness about the death 

• recurring pangs of painful emotion, intense yearning and longing for the dead person 

• preoccupation with thoughts about the dead person 

• avoiding activities that are reminders of the loss. 

Such grief may result in depression, anxiety and symptoms similar to those experienced in 
post-traumatic stress disorder; the risk of cardiovascular disease and cancer may also be 
increased. However, in most instances, even complex grief resolves spontaneously (Schulz et 
al 2006). 

Bereavement resources 
A bereavement risk index has been developed by Kristjanson and colleagues and may be used to 
detect those who are in need of intensive therapy: 

• Kristjanson LJ, Cousins K, Smith J and Lewin G (2005). Evaluation of the Bereavement Risk 
Index (BRI): a community hospice care protocol. International Journal of Palliative Nursing 
11(12):610–618. 

Some extensive resources relevant to bereavement care and support are also available via the 
CareSearch website (http://www.caresearch.com.au)  

Guidelines have been produced for bereavement risk assessments: 

• Aranda S and Milne D (2000). Guidelines for the Assessment of Complicated Bereavement Risk in 
Family Members of People Receiving Palliative Care, Centre for Palliative Care, Melbourne.  
Available from the University of Melbourne: http://www.pallcare.unimelb.edu.au/ via links to 
research and resources. 

There are also guidelines for diagnosing and treating complicated bereavement: 

• Zhang B, El-Jawahri A and Prigerson HG (2006). Update on bereavement research: evidence-
based guidelines for the diagnosis and treatment of complicated bereavement. Journal of 
Palliative Medicine 9(5):1188–1203. 
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4.2 Assessing the effectiveness of carer support programs 

This section presents the evidence of the effectiveness of key types of carer support programs 
for older adults in a community setting. These types of carer support include respite care, 
disease-specific education for carers and end-of-life care education for carers. The evidence 
is derived from a systematic review of the literature, the full details of which are provided in 
Appendix A.  

The literature review was based on the following specific research questions: 

• Does a model of care that includes respite care improve physical and/or psychological 
health in older people and/or family carers compared with a model of care that does not 
include this respite care? 

• Does education for family carers in disease-specific areas (dementia care, heart failure, 
chronic obstructive pulmonary disease, cancer care, Parkinson’s disease) improve family 
carer confidence, competence, physical, psychological and spiritual health compared with 
a lack of this education? 

• Does education for family carers in end-of-life care improve their experience of the death 
of their family member and their post-bereavement health compared with a lack of this 
education? 

These questions were used to identify key words to guide the search, as well as to develop 
criteria for including or excluding from further review the studies identified by the searches.  

Evidence-based recommendations were developed from the included studies. Summary tables 
of the methods and results of these included studies are shown at the end of this chapter. 
Excluded studies are shown in Appendix C with reasons for their exclusion. Data-extraction 
forms for the included studies are shown in Appendix D. Evidence matrixes are based on the 
NHMRC levels of evidence (NHMRC 2007; see Table 1.3). Appendix E contains full 
summary forms underpinning evidence decisions for each guideline.  

4.2.1 Respite care  

Respite care is care provided for an older person over a period of hours, days or weeks to 
provide the family carer a break. Respite care can be provided in the home, in another 
person’s home or in a care facility.  

Systematic r eview 

Table 4.2 shows the research question and the inclusion criteria for the effectiveness of 
respite care. 

T able 4.2 R eview of the effectiveness of r espite car e  

Research question  
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 Does a model of care that includes respite care improve physical and/or psychological health in older 
people and/or family carers as compared with a model of care that does not include this respite care? 

Selection criteria Inclusion criteria 

Population Community-dwelling older adults in need of a palliative approach to care and their 
family carers 

Intervention Respite care 

Comparator Any 

Outcome Any aspects of physical or psychological health, including time to residential 
placement 

Study design Systematic review, randomised controlled trials, pseudo-randomised controlled 
trials, nonrandomised controlled trials, prospective cohort studies (at least 200 
participants and relevant question set a priori) 

Search period 1997 until 2007 

Language English 

 

Eight primary studies and 14 systematic reviews were included for the effectiveness of respite 
care (see Appendix B). Most studies were generalised for the target population and setting, and 
applicable for Australian conditions. Evidence statements are shown below for respite care in the 
community setting for the following groups of older people and their carers:5

• older adults with severe chronic heart failure or other advanced disease or condition 

  

• older adults with moderate or severe dementia  

• carers of older adults with moderate or severe dementia  

• carers of generally frail or unwell older adults.6

Evidence grading matrixes are shown in Table 4.3. Tables 4.7–4.12 (which are presented 
together at the end of this chapter) show a summary of the methods and results of the 
included studies. In these tables, systematic reviews are shown in italics for ease of reference. 

  

E vidence statements  

Effects of respite care on older adults with severe chronic heart failure or other 
advanced disease or condition (other than moderate or severe dementia; see next 
heading)  
No studies were identified that addressed respite care for people with severe chronic heart 
failure or any other advanced disease or condition identified by the authors as being common 
in older adults needing a palliative approach to care (other than moderate or severe 
dementia). One review was included that investigated day care for people who have cancer 

                                                 
5 For further definition of these conditions, see Appendix A (Section A.3).    
6 This category refers to older people who are frail or unwell with advanced life-limiting illness that is nonspecific or due 

to multiple comorbidities, plus people who are frail because of extreme old age. 
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(Davies and Higginson 2005), but included studies for relevant groups were not of high 
enough quality to form the basis of a recommendation.  

Effects of respite care on older adults with moderate or severe dementia  
• There is some level I/III-27

• There is some level I/III-2 evidence relating to the effect of respite care on function (eg 
physical and mental skills) of people with moderate or severe dementia. However, the 
results were inconsistent and more studies are needed before the effects (if any) of respite 
care on function are known. 

 evidence relating to the impact of respite care on the behavioural 
symptoms of older adults with moderate or severe dementia. However, the studies had a 
high risk of bias, and gave inconsistent (contradictory) results. More research is needed 
before the effect (if any) of respite care on the behavioural symptoms of older people with 
dementia is known. 

• There is some level I/III-2 and level II evidence that respite care can increase the length of 
time older people with dementia spend at home before being admitted into residential care. 
However, the studies had a high risk of bias and the results were inconsistent. More research 
is needed to see whether respite care affects the time before placement into residential care. 

Details of the included studies are given in Tables 4.7 and 4.8. 

Effects of respite care for carers of older adults with moderate or severe dementia 
• There is level I and II evidence of the effect of respite care on a variety of carer outcomes, 

including burden, depression, wellbeing, stress, sleep, coping, worry, depression, anger and 
adrenalin levels. The studies had a low risk of bias but the results were inconsistent, 
possibly because different types of respite care were compared for varying periods of time. 
However, on balance, respite care had benefits for carers of older people with moderate or 
severe dementia (but this had only a limited clinical impact). 

Details of the included studies are given in Tables 4.9 and 4.10. 

Effects of respite care for carers of generally frail or unwell older adults  
• There is level I evidence with a low risk of bias of the effect of respite care on depression in 

carers of generally frail or unwell older adults. The results showed consistently that respite 
care had a moderate positive and clinically meaningful effect on depression. 

• There are several systematic reviews (level I evidence) of the effect of respite care on 
carers’ sense of burden. These reviews had a low risk of bias and showed that respite care 
slightly improved the sense of burden at best, or had no effect. The results were largely 
consistent, and any inconsistencies were due to respite care being supplemented by other 
support (larger effect) as opposed to delivered alone. 

Details of the included studies are given in Tables 4.11 and 4.12. 

T able 4.3 E vidence matr ix for  r espite car e  

Outcome Component Rating Description 

                                                 
7 A systematic review will only be assigned a level of evidence as high as the studies it contains, excepting where 

those studies are of level II evidence. 
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Older adults with moderate or severe dementia 

Residential 
placement 

Evidence base D Level IV studies or level II to III studies with high risk of 
bias 

Consistency D Evidence is inconsistent 

Clinical impact n/a – 

Generalisability A Evidence is directly generalisable to target population 

Applicability A Evidence is directly applicable to Australian health care 
context 

Behavioural 
symptoms 

Evidence base D Level IV studies or level II to III studies with high risk of 
bias 

Consistency D Evidence is inconsistent 

Clinical impact n/a – 

Generalisability A Evidence is directly generalisable to target population 

Applicability A Evidence is directly applicable to Australian health care 
context 

Function 
(physical 
and/or 
cognitive) 

Evidence base D Level IV studies or level II to III studies with high risk of 
bias 

Consistency D Evidence is inconsistent 

Clinical impact n/a – 

Generalisability A Evidence is directly generalisable to target population 

Applicability A Evidence is directly applicable to Australian health care 
context 

Carers of older adults  

Health of 
carers of older 
adults 
moderate or 
severe 
dementia  

Evidence base A Several level I or II studies with low risk of bias 

Consistency D Evidence is inconsistent 

Clinical impact D Restricted 

Generalisability A Evidence is directly generalisable to target population 

Applicability A Evidence is directly applicable to Australian health care 
context 

Depression in 
carers of 
generally frail 
or unwell 

Evidence base A Several level I or II studies with low risk of bias 

Consistency A All studies consistent 

Clinical impact B Moderate 
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older adults  Generalisability A Evidence is directly generalisable to target population 

Applicability A Evidence is directly applicable to Australian health care 
context 

Burden of 
carers of 
generally frail 
or unwell 
older adults 

Evidence base A Several level I or II studies with low risk of bias 

Consistency B Most studies consistent and inconsistency can be 
explained 

Clinical impact C Slight 

Generalisability A Evidence is directly generalisable to target population 

Applicability A Evidence is directly applicable to Australian health care 
context 

n/a = not applicable 

E vidence-based guidelines  

Guideline 4.1 Respite care Grade 

Support for family carers 

Respite care should be available to support family carers of people with moderate or severe 
dementia. 

 

D 

Respite care should be routinely available to support family carers of generally frail or unwell 
older adults.a 

A 

There is currently insufficient evidence to indicate whether respite care should be made 
available to support family carers of older adults with advanced cancer, severe chronic heart 
failure or other specific advanced disease or condition.  

n/a 

Outcomes for older people  

There is currently insufficient consistent evidence about the effects of respite care on any 
health or quality-of-life outcomes for older adults to warrant making any recommendations 
on these grounds.  

n/a 

n/a = not applicable 
a This category refers to older people who are frail or unwell with advanced life-limiting illness that is nonspecific or due to 
multiple comorbidities, plus people who are frail because of extreme old age. 

4.2.2 Disease-specific education for carers 

Disease-specific education for carers is education about the disease and its symptoms rather 
than just about how to deal with the stresses of providing care. Active education is a 
combination of education and skills training. 

Systematic r eview 

Table 4.4 shows the research question addressed and the inclusion criteria for the 
effectiveness of disease-specific education for carers. 
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T able 4.4 R eview of the effectiveness of disease-specific education for  car er s  

Research question  

Does education for family carers in disease-specific areas (dementia care, heart failure, chronic 
obstructive pulmonary disease, cancer care, Parkinson’s disease) improve family carer confidence, 
competence, physical, psychological and spiritual health when compared with a lack of this education? 

Selection criteria Inclusion criteria 

Population Family carers of community-dwelling older adults in need of a palliative 
approach to care 

Intervention Disease-specific education 

Comparator Any 

Outcome As the question states plus: for health or anything related to health, 
including wellbeing, burden, quality of life or depression 

Study design Systematic review, randomised controlled trials, pseudorandomised 
controlled trials, nonrandomised controlled trials, prospective cohort 
studies (at least 200 participants and relevant question set a priori) 

Search period 1997 until 2007 

Language English 

 

Thirty-six primary studies and 16 systematic reviews were included for disease-specific 
education for carers (see Appendix B). Most studies were generalisable to the target 
population and setting, and applicable for Australian conditions. Evidence statements are 
shown below for disease-specific education for carers of older adults with dementia, 
advanced cancer, stroke and other illnesses.  

Disease-specific education may involve only the provision of information, or an approach 
that also shows or explains to the carer how to apply that information (active education). 
Skills training or counselling are two of the approaches that may help carers apply disease-
specific information when they are providing care. 

Evidence grading matrixes are shown in Table 4.5. Tables 4.13–4.18 (which are presented 
together at the end of this chapter) show a summary of the methods and results of the 
included studies. 

E vidence statements  

Disease-specific education for carers of older adults with advanced cancer 
There is level II evidence from one study of the effect of active education on the health of 
carers of older adults with cancer. The study results showed a benefit from active education 
for these carers. The study had a low risk of bias and the benefits were clinically meaningful. 

Details of the included studies are given in Tables 4.13 and 4.14. 
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Disease-specific education for carers of older adults who have moderate or severe 
dementia 
There is level I and II evidence for the effect of active education on the health of carers of 
older adults with moderate or severe dementia. The results showed improved carer health 
(burden or depression). These studies had a low risk of bias and the effect was clinically 
important. 

Details of the included studies are given in Tables 4.15 and 4.16. 

Disease-specific education for carers of older adults who have advanced frailty or 
disability due to stroke  
There is some level I evidence with low risk of bias, and some level II evidence with a higher 
risk of bias of the impact of active education on the health of carers of older adults who have 
advanced frailty or disability due to stroke. The studies looked for outcomes such as burden, 
depression, stress, quality of life, wellbeing, perceived health and function. Although the 
results were inconsistent, on balance, they showed that active education improved the health 
of this group of carers in a clinically meaningful way. 

Details of the included studies are given in Tables 4.17 and 4.18. 

Disease-specific education for carers of older adults with other advanced diseases 
No studies were found for other relevant groups of carers (eg those caring for older adults 
with severe chronic heart failure).  
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T able 4.5 E vidence matr ix for  disease-specific education for  car er s 

Disease Component Rating Description 

Advanced 
cancer 

Evidence base B One or two level II studies with low risk of bias or 
SR/multiple level III studies with low risk of bias 

 Consistency n/a  

 Clinical impact C Slight 

 Generalisability A Evidence is directly generalisable to target population 

 Applicability A Evidence is directly applicable to Australian health care 
context 

Moderate or 
severe 
dementia  

Evidence base A Several level I or II studies with low risk of bias 

 Consistency B Most studies consistent and inconsistency can be 
explained 

 Clinical impact B Moderate 

 Generalisability A Evidence is directly generalisable to target population 

 Applicability A Evidence is directly applicable to Australian health care 
context 

Advanced 
frailty or 
disability due 
to stroke 

Evidence base B One or two level II studies with low risk of bias or 
SR/multiple level III studies with low risk of bias 

 Consistency C Some inconsistency, reflecting genuine uncertainty 
around the question 

 Clinical impact C Slight 

 Generalisability A Evidence is directly generalisable to target population 

 Applicability A Evidence is directly applicable to Australian health care 
context 

n/a = not applicable 
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E vidence-based guidelines  

Guideline 4.2 Disease-specific education for carers  Grade 

Cancer  

Active educationa in the area of cancer care should be made available for family carers of 
older adults who have advanced cancer. 

C 

Dementia  

Active educationa in the area of dementia care should be made available for family carers of 
older adults with moderate or severe dementia. 

A 

Stroke 

Active educationa in the area of post-stroke care should be made available for family carers 
of older adults who have advanced frailty or disability due to stroke. 

C 

Other advanced diseases 

There is currently insufficient evidence to indicate whether disease specific education 
should be made available routinely for family carers of older adults with other advanced 
diseases (eg severe chronic heart failure). 

n/a 

n/a = not applicable 
a Active education is a combination of education and skills training. 

4.2.3 End-of-life care education for carers 

End-of-life care education for carers is as any form of education relating to end-of-life care 
provided for the family carer.  

Systematic r eview 

Table 4.6 shows the research question addressed and the inclusion criteria for effectiveness of 
end-of-life care education for carers. 
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T able 4.6 R eview of the effectiveness of end-of-life car e education for  the car er   

Research question  

 Does education for family carers in end-of-life care improve their experience of the death of their family 
member and their postbereavement health as compared with a lack of this education? 

Selection criteria Inclusion criteria 

Population Family carers of community-dwelling older adults in need of a palliative 
approach to care 

Intervention End-of-life care education 

Comparator Any 

Outcome As the question states 

Study design Systematic review, randomised controlled trials, pseudorandomised controlled 
trials, nonrandomised controlled trials, prospective cohort studies (at least 200 
participants and relevant question set a priori) 

Search period 1997 until 2007 

Language English 

 

No studies met inclusion criteria, so this research question could not be answered. More research 
is therefore needed to see whether end-of-life education has an effect on carers. 

4.3 What else may help family carers? 

Compared with respite care and disease-specific education, less research has been done on 
other ways of supporting family carers of older people. Some of the existing studies have 
looked at managing stress, depression and burden during the overall caring period. Studies 
have also looked at mental health during end-of-life care, as well as bereavement care. These 
areas are discussed in the following sections. Appendix L contains the studies included in this 
review.  

4.3.1 Support during the caring trajectory 

A Canadian study looked at a group of carers of older adults who were at risk of stress 
(Ducharme et al 2006). The carers were taught coping strategies by trained social workers, 
who showed them how to fit these strategies to the stresses they were experiencing. Carers 
reported using more problem-solving approaches and feeling more in control of the situation, 
although they felt no change in their sense of burden.  

Similarly, a United States study used counselling that was tailored to the needs of carers of 
people with dementia (Mittelman et al 2004). The counselling included a problem-solving 
approach (eg how to communicate with the family), as well as support group participation 
and additional counselling as needed. Participants were followed until two years after the 
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death of the care recipients, and those who took part experienced gradually lowering rates of 
depression. The difference between the intervention and control groups lasted for more than 
three years.  

Finally, problem-solving nurse counselling was found to be helpful by carers of people with 
dementia in 92% of participants. Also, problem-solving approaches were more common six 
months after the counselling ceased (Roberts et al 1999).  

Therefore, there are indications that helping carers adopt problem-solving approaches has 
lasting benefits for them. Furthermore, bolstering these approaches with other components of 
support may increase their effectiveness. In addition, a study testing the effectiveness of 
telephone support groups for female carers of people who had dementia showed that the 
telephone support did not change the carers’ sense of burden or depression overall, although 
older women did experience reduced depression (Winter and Gitlin 2006). Technological 
approaches were more effective when both computer and telephone links strengthened carer 
networks after family therapy (Eisdorfer et al 2003). Again, this shows that care consisting of 
several components or types of approaches might be the best option. 

4.3.2 Support during end-of-life care 

Support for family carers during end-of-life care can be provided in different ways. In an 
Australian study (Hudson et al 2005), nurses educated carers of people dying from cancer 
(not specifically older people). These dying people were already receiving specialist 
palliative care, as were those whose carers were in the control group. The education taught 
carers how to care for a dying person, how to care for themselves, how to make meaning of 
the situation and other issues. Despite the usual attrition problems experienced in studies 
involving carers of people who are dying, at eight weeks after the patient died, carers 
remaining in the study reported a positive impact on carer rewards (the rewards or benefits 
that people obtain from providing care). This finding was echoed by a United States study 
that had no comparison group but trained more than 2000 carers in a similar program (Kwak 
et al 2007). About half the carers completed surveys over a few weeks and reported greater 
comfort with caregiving, more satisfaction and an improved sense of closure. The results 
from this study are not relevant to carers of people with advanced dementia (because it 
involved the carer and care recipient prioritising issues together); neither was the program 
tested specifically with carers of older adults. Therefore, further research is needed to see 
whether education during end-of-life care can be applied to carers of older people with 
dementia and of other older people. Finally, a study with distressed carers of older adults 
receiving specialist palliative care services that only used supportive visits supplemented with 
information was found to have no effect. However, the extent to which this finding was 
affected by loss of carers from the study is not clear (Walsh et al 2007). 

4.3.3 Support in bereavement 

Support at the time of bereavement (as opposed to support during end-of-life care that 
addresses future bereavement needs) is not well studied in family carers of older people. A 
study without a control group looked at older, recently bereaved spouses (although younger 
women — aged at least 50 — who were widowed were also accepted) (Caserta et al 2004). 
The program involved 11 weekly classes in self-care, health education, and how to find 
resources for building new networks and coping with tasks that were the responsibility of the 
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partner who had died. The classes improved participants’ coping strategies, household 
management and home safety (making sure that the home is a safe environment).  

Other studies have looked at broader groups of bereaved adults. For example, one study 
(Shear et al 2005) compared standard psychotherapy with treatment for complicated grief 
(grief that occurs when a person experiences intense symptoms that do not ease over time, 
preventing them from resuming their normal activities). People who completed the program 
experienced reduced symptoms of complicated grief and depression and improved adjustment 
to their new situation. Although this study included a diverse group of people, it showed that 
useful treatments are available even for those most severely affected. 

4.3.4 Support for family carers — summary  

Overall, there are promising interventions that support family carers in terms of counselling 
or family therapy. These interventions may be especially helpful when combined with other 
components, such as support groups. Teaching carers coping strategies during end-of-life 
care seems to have benefits, but more research is needed on whether this works for carers of 
older adults who do not receive specialist palliative care.  

Also, bereavement programs specially designed for carers of older adults have not yet been 
well researched.  

It is important to consider the family carer’s needs in the context of their culture.  

See Chapter 9 (‘A palliative approach to care for Aboriginal and Torres Strait Islander people’) and 
Chapter 10 (‘A palliative approach to care for older people from diverse cultural and language 
groups’). 

4.4 Conclusion  

A palliative approach to care includes the care and support of the older adult and their family 
carer. The family carer is a key member of the care team, and has their own, specific support 
needs. Important strategies to help family carers include education, counselling and support 
groups, and respite care.  

Studies show that respite care and education strategies are helpful for some groups of carers, 
and evidence-based recommendations for these types of support are included in this chapter. 
However, relatively little is known about the effectiveness of education during end-of-life 
care in this group of carers. There are indications that counselling and support are likely to be 
helpful support strategies, and it is also likely that bereavement strategies that work in other 
groups will be helpful for carers who have looked after an older person who has died. 
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4.5 Good practice points — family carers 

Supporting carers before and throughout the care process 

The preferences and needs of the carers and family of the older person need to be considered before 
and during the care process to ensure they are supported, both mentally and physically (see Sections 
4.1.3, 4.1.5, 4.1.6, 4.3.1). 

4.1 It is important for the aged care team to consider the family’s cultural preferences when 
supporting the family carer. 

4.2 Assessing and monitoring carers’ needs is crucial for effective and sustainable support. 
Support mechanisms need to be responsive and flexible because needs change over time. 

4.3 Sensitive exploration of the older person’s wishes and those of the family is needed to 
determine the goal of care. Although a home death is the preferred option for many people if 
appropriate support is available, this is a very individual preference that is determined by the 
older person’s and the family’s choices and feasibility in terms of meeting care needs. 

4.4 Helping a family carer to provide effective care is one way to help them find meaning in the 
caring experience; also, it may help to improve the way in which they cope with bereavement. 

4.5 Emphasising the benefits of good health for sustaining their role as carers may be the best 
incentive for encouraging family carers to look after their own health. 

4.6 Providing practical support and information in ways that are easily accessible and culturally 
sensitive is likely to encourage their use by busy carers who have limitations because of their 
caring commitments. 

Supporting carers as death draws near 

The final stages of caring for an older person near the end of their life can be particularly stressful. 
Preparing carers early and making sure support strategies are in place for this stage help to minimise 
the trauma for carers (see Sections 4.1.7, 4.3.2, 4.3.3). 

4.7 Considering end-of-life care needs in advance can allow the carer to access support quickly 
when they need it. This helps to ensure the best possible opportunity for a period of end-of-life 
caring that is meaningful and not excessively traumatic. 

4.8 Supporting family carers as death approaches by helping them understand what to expect and 
helping them to use strategies to cope may improve carers’ experiences at the time of the death 
and their experiences of bereavement. 

Types of support strategies  

Respite care and other support strategies can help carers to manage their care burden (see 
Section 4.2). 

4.9 Flexibility in arrangements for respite care is likely to increase its effectiveness. In particular, 
respite care should be readily available in the case of an emergency, such as if a carer becomes 
sick. 

4.10 Respite care needs to be made available at frequent intervals because its benefits are likely to 
be short lived. 
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4.11 Offering a range of support strategies for family carers of people who have dementia is likely 
to help more than offering just one option. This flexibility will allow the carer to choose an 
option or combination of options most suitable to their needs. 

4.6 Recommendations for further research 

• Australian national and population based studies are needed about family carers providing 
care to chronically ill and disabled people in their last year of life (Wolff et al 2007). The 
findings of such studies can then inform the development of health and community systems 
to respond to and support their needs.  

• Studies are needed on anticipatory grief, or on the challenges of dealing with the impending 
death of a family member (Chentsova-Dutton et al 2002). 

• The effectiveness of bereavement interventions needs testing in those who have been 
providing care for an older adult who has died.  

• When considering what interventions are still to be tested, the specific needs of carers of 
older adults dying with nonmalignant disease are yet to be addressed adequately. In 
particular, the impact of providing respite care for people with advanced cancer, heart 
failure and other relevant specific chronic conditions or illnesses, such as chronic 
obstructive pulmonary disease, needs to be investigated. 

• More studies are needed to investigate behavioural symptoms as an outcome of respite care, 
especially given their likely impact on the carer. 

• Further studies are needed to determine the extent to which perceptions of respite care, in 
terms of anxiety about its impact on the care recipient, influence the effect of respite on the 
carer. Further investigation of the impact of respite on the care recipient’s function will also 
help to determine the extent to which the carer’s anxiety is well founded.  

• Additional studies are needed to examine wellbeing and quality of life as outcomes of 
education for family carers of people with dementia. 

• More studies are needed to investigate outcomes of carer education for carers of older adults 
with advanced cancer, stroke and and other advanced diseases, such as chronic heart failure 
and chronic obstructive pulmonary disease. 

• Outcomes of education in end-of-life care need to be investigated across carers of all older 
adults needing a palliative approach to care. 

• As a result of the ageing population, instances when carers of older adults also have 
dementia or other illness or disability are likely to increase. Therefore, further investigation 
is needed of the additional support that may be required in this situation. 
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4.7 Key to terms and abbreviations in Tables 4.7–4.18 

Terms  

Applicability the extent to which the study findings can be applied in the Australian 
community aged care context 

Clinical importance how important the effect is in clinical terms (based on NHMRC-
recommended terminology when confidence intervals are reported) 

Comparator comparison or control group (in review papers, the nature of comparators 
was often not defined; instead presence or absence was noted) 

Generalisability the extent to which the study sample has the same characteristics of the 
population of interest for the review 

Intervention a brief description of the program or strategy being tested in the study 

Italic font systematic reviews 

Level of evidence as determined by NHMRC criteria (see Table 1.3) 

Quality an indication of the confidence that the reviewers have in study findings 

  

Abbreviations  

ADL activities of daily living 

ANOVA analysis of variance 

CBT cognitive behavioural therapy 

CG comparison or control group 

CI confidence interval 

CVA cerebral vascular accident 

d  day 

HF heart failure 

HR-QOL heath related quality of life  

IG intervention group 

MWE mean weighted effect 

n/a not applicable 

nCG number in the control/comparison group 

NH nursing home 

nIG number in the intervention group 

NK-cell  natural killer cell 
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NS  not statistically significant 

OR odds ratio 

QOL quality of life 

R outcomes directly relevant to patients or their carers (not surrogate outcomes,  
see Glossary) 

RCT randomised controlled trial 

SD standard deviation 

VA Veterans’ Affairs 
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T able 4.7 Summar y of included studies (methodology):  effects of r espite on people with moder ate or  sever e dementia  

Reference Type of 
study 

Level of evidence n 

IG 

n 

CG 

Applicability Generalisability Quality 

Arksey et 
al 2004 

SR I/III-2  

52 studies, mixture of RCTs, 
down to descriptive work  

n/a n/a High Stage of dementia often unclear but 
seems appropriate, age of care 
recipients often unclear 

No list of excluded studies, 
otherwise good 

Doody et 
al 2001 

SR I/III-2 

Approximately 175 studies, 
including a wide variety of 
designs 

n/a n/a High Stage of dementia unclear but 
seems appropriate, age of care 
recipients often unclear 

Methodology appropriate. 
Display of results not 
helpful 

Neville 
and Byrne 
2007 

SR III-2 

6 studies — no RCTs 

n/a n/a High Stage of dementia unclear but 
appears appropriate 

Good, but most studies 
without controls 

Pinquart 
and 
Sorensen 
2006 

SR I/III-1 

127 studies with untreated 
controls 

n/a n/a High Stage of dementia often unclear but 
seems to be appropriate, age of 
care recipients often unclear 

Good. Meta-analysis 

Roberts et 
al 2000 

SR I/III-2  

20 studies with a variety of 
designs 

n/a n/a High Stage of dementia unclear but 
seems to be appropriate 

Good, although few 
databases searched 

Cucinotta 
et al 2004 

RCT II 66 61 High Age appropriate. All had cognitive 
decline and physical disability, 
were frail and chronically ill. Italian 
— post-hospital discharge 

Moderate/poor 
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Reference Type of 
study 

Level of evidence n 

IG 

n 

CG 

Applicability Generalisability Quality 

McCann et 
al 2005 

Cohort III-2 218 298 High Age-appropriate and dementia-
specific but sample of United States 
population 

Non-equivalent groups at 
baseline 

Key to terms and abbreviations: see Section 4.7. 
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T able 4.8 Summar y of included studies (findings):  effects of r espite on people with moder ate or  sever e dementia 

Reference Intervention Comparator Participants Relevant 
outcomes 

Results Clinical importance/relevance 

Arksey et 
al 2004 

Respite care or 
short-term 
breaks for 
carers 

Not all studies 
had a 
comparator 

Carers of 
people with 
dementia and 
care recipients 

Long-term 
care entry, 
function, 
mood, 
behaviour, 
agitation 

Inconsistent for day care. Institutional 
respite — some indications of poorer 
health. Combined with carer support 
— behavioural improvements and 
delays to placement. Overall 
inconsistent effects on function. No 
effect sizes 

Clinical importance cannot be 
evaluated using effect size. 
However, indications of benefit for 
respite plus carer support and 
negative impacts for residential 
respite without carer support/R 

Doody et 
al 2001 

Respite All studies 
were RCTs 

Carers of 
people with 
dementia and 
care recipients 

Placement, 
behaviour 

Improvements in both (small numbers 
of studies) 

Clinical importance cannot be 
evaluated using effect size but 
indications of benefits/R 

Neville 
and Byrne 
2007 

Residential 
respite 

Most studies 
had no 
control 

Older people 
with dementia 
receiving 
residential 
respite 

Behaviour Six studies — two with greatest rigour 
showed fewer adverse behaviours. 
One showed an increase in adverse 
behaviours in people with mild 
dementia 

Clinical importance cannot be 
evaluated using effect size and 
findings are inconsistent (may 
differ according to stage of 
dementia)/R 

Pinquart 
and 
Sorensen 
2006 

All carer 
interventions, 
including 
respite 

All studies 
had untreated 
control 

Carers of 
people with 
dementia and 
care recipients 

Placement Only multicomponent interventions 
were effective; also, longer 
interventions were more likely to be 
effective. Females and spouses more 
likely to respond 

Clinical importance cannot be 
evaluated using effect size but 
positive impact from indicated for 
respite plus support and or other 
components/R 

Roberts et 
al 2000 

Programs for 
people with 
dementia 
including 
respite 

Control or 
comparison 
for all 

Carers of 
older people 
with dementia 
and care 
recipients 

Placement, 
symptoms 

‘Child’ carers maintain the parent in 
the community for longer with respite 
— indicated to be 22 d, no CI. No 
effect on symptoms 

Clinical importance appears to be 
limited given the small effect/R 
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Reference Intervention Comparator Participants Relevant 
outcomes 

Results Clinical importance/relevance 

Cucinotta  
et al 2004 

Home-care 
support. 

Usual care Chronically ill 
older people, 
mean age 84 
years, 
moderate or 
severe 
comorbidity. 
All had 
cognitive 
decline 

Re-admission 

 
Placement 

 

Death 

IG=6.1%, CG=13.1% P<0.05 

 

IG=3.3%, CG=3.1.1%, NS 

 

IG=12.0%, CG=19.7% 

P<0.05 

Statistically significant impact on 
death and hospital re-admission, 
but no confidence intervals to 
indicate likely range of effects 

McCann et 
al 2005 

Day care at 
one centre. 
Variable 
additional 
support for 
carer 

No day care at 
that centre 

Older adults 
with dementia 

Placement Risk of placement higher in day care 
group — hazard ratio=1.3, P=0.001, 
no CI 

Negative impact indicated in this 
study but no confidence intervals 
are shown to indicate likely range 
of effects 

Key to terms and abbreviations: see Section 4.7. 
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T able 4.9 Summar y of included studies (methodology):  effects of r espite on family car er s of people with moder ate or  sever e dementia 

Reference Type of 
study 

Level of evidence n 

IG 

n 

CG 

Applicability Generalisability Quality 

Acton and 
Kang 2001 

SR I/III-2 

24 studies, RCTs, quasi, 
and pre and post-test 
evaluations 

n/a n/a High Stage of dementia and age of care 
recipients often unclear 

Large review and meta-analysis. 
Multiple interventions including 
education alone. Good quality/R 

Acton and 
Winter 2002 

SR I/III-2 

73 studies, RCTs and 
others including pre 
and post-test 
evaluations 

n/a n/a High Stage of dementia and age of care 
recipients often unclear. Not all 
studies dementia specific 

Large review of multiple 
interventions — 23 studies of 
education alone, 14 support and 
education 

Arksey et al 
2004 

SR I/III-2  

52 studies, mixture of 
RCTs, down to 
descriptive work  

n/a n/a High Stage of dementia and age of care 
recipients often unclear 

No list of excluded studies, 
otherwise good 

Doody et al 
2001 

SR I/III-2 

Approximately 175 
studies including a wide 
variety of designs 

n/a n/a High Stage of dementia and age of care 
recipients often unclear 

Methodology appropriate. 
Display of results not helpful 

Lee and 
Cameron 
2004 

SR 3 RCTs n/a n/a High Stage of dementia and age of care 
recipients often unclear 

Good 
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Reference Type of 
study 

Level of evidence n 

IG 

n 

CG 

Applicability Generalisability Quality 

Pinquart 
and 
Sorensen 
2006 

SR I/III-1 

127 studies with 
untreated controls 

n/a n/a High Stage of dementia and age of care 
recipients often unclear 

Good. Meta-analysis 

Roberts et al 
2000 

SR I/III-2  

20 studies with a variety 
of designs 

n/a n/a High Stage of dementia unclear Good, although few databases 
searched 

Gaugler et 
al 2003a 

Cohort III-2 248 289 High Age appropriate and dementia 
specific  

High attrition over a year but 87 
and 140 per group still at final 
time point. Nonequivalent groups 
so regression modelling used 

Gaugler et 
al 2003b 

Cohort III-2 248 289 High Age appropriate and dementia 
specific  

High attrition over a year but 87 
and 140 per group still at final 
time point. Nonequivalent groups 
so regression modelling used 

Grant et al 
2003 

RCT II 32 23 Probably high 
but surrogate 
outcome 
requires 
further 
investigation 
of relevance 

Age appropriate and dementia 
specific  

Small sample, no power 
calculations 

Zarit et al 
1998 

Cohort III-2 121 303 High Age appropriate and dementia 
specific  

High attrition. Otherwise good 

Key to terms and abbreviations: see Section 4.7. 
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T able 4.10 Summar y of included studies (findings):  effects of r espite on car er s of people with moder ate or  sever e dementia  

Referenc
e 

Intervention Comparator Participants Relevant 
outcomes 

Results Clinical 
importance/relevance 

Acton and 
Kang 
2001 

Interventions to 
reduce burden, 
including respite 

Some studies had 
no comparison 

Carers of people 
with dementia 

Burden Weighted pooled effect size= 
–0.02 (–0.20 to 0.16), NS. A 
multi-component intervention 
made a significant difference 

For combined effects — the 
range of estimates defined by 
the confidence interval 
includes clinically important 
effects but this range is also 
compatible with no effect or a 
harmful effect — also the effect 
is not statistically significant 

Acton and 
Winter 
2002 

Interventions for 
carers including 
respite 

Some studies had 
no comparison 

Family carers — 
at least some care 
recipients with 
dementia 

Burden 

Stress 

Depression 

Increased burden in one 
study, decreased stress in 
two, decreased depression in 
one, some other benefits also 
reported 

Clinical importance cannot be 
evaluated using effect size but 
impact appears to be positive 
overall/R 

Arksey et 
al 2004 

Respite care or 
short-term 
breaks for carers 

Not all studies had 
a comparator 

Carers of people 
with dementia 
and care 
recipients 

Stress, strain, 
depression, 
wellbeing, 
burden, sleep, 
coping 

Day care — some evidence 
of mental health benefits. 
Institutional care — 
improved sleep and coping 

Clinical importance cannot be 
evaluated using effect size 
although impacts are positive 
rather than negative/R 

Doody et 
al 2001 

Respite All studies were 
RCTs 

Carers of people 
with dementia 

Carer health 

Wellbeing 

Coping 

Inconsistent results. Clinical importance is not 
evident/R 

Lee and 
Cameron 
2004 

Respite All studies were 
RCTs 

Carers of people 
with dementia 

Social support, 
burden, 
depression, 
anxiety, 

No effect (from two RCTs) No indication of clinically 
important effects/R 
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Referenc
e 

Intervention Comparator Participants Relevant 
outcomes 

Results Clinical 
importance/relevance 

symptoms 

Pinquart 
and 
Sorensen 
2006 

All carer 
interventions 
including respite 

All studies had 
untreated control 

Carers of people 
with dementia 
and care 
recipients 

Burden Burden (d=–0.26 [–0.39 to –
0.12]) 

Burden — clinically important 
benefit for full range of 
impacts — otherwise 
confidence interval includes 
clinically important benefits 
and/or estimates consistent 
with no effect/R 

  

Depression 

 

Depression (d=–0.12, [–0.24 
to 0.00])  

 

 Wellbeing Wellbeing (d=0.27 [0.03 to 
0.51]) 
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Referenc
e 

Intervention Comparator Participants Relevant 
outcomes 

Results Clinical 
importance/relevance 

Roberts et 
al 2000 

Programs for 
people with 
dementia, 
including respite 

Control or 
comparison for all 

Carers of older 
people with 
dementia and 
care recipients 

Burden Very small reduction Clinical importance cannot be 
evaluated using effect size but 
it seems likely to be 
unimportant/R 

Gaugler et 
al 2003a 

Day care No day care Carers of people 
with dementia 

Role overload 

Role captivity 

Worry  

Depression 

Anger 

Interaction effects in 
regression models indicate 
that users experience greater 
reduction in role overload 
when memory problems 
diminish, but that non-users 
experience greater reduction 
in worry when ADLs 
improve 

Clinical importance cannot be 
evaluated using effect size and 
findings provide little 
indication of overall clinical 
effect/R 

Gaugler et 
al 2003b 

Day care No day care Carers of people 
with dementia 

Caregiving 
hours 

Perceived care 
demands 

At 3 months 

Regression models indicate 
that users perceive problem 
behaviours and time spent on 
these to diminish more than 
nonusers P<0.05 

Clinical importance cannot be 
evaluated using effect size, but 
there is an indication of a 
benefit in the intervention 
group/R 

Grant et al 
2003 

Ten days of in-
home respite for 
up to 6 hours per 
day 

No respite care Carers of people 
with dementia 
(vulnerable 
because of high 
care needs and 
low respite and 
nonvulnerable in 
each group) 

Epinephrine, 
norepinephrine, 
depression, 
anxiety, 
symptoms 

Only significant effect was in 
circulating epinephrine level 
— significantly lowered in 
vulnerable carers receiving 
respite (ANOVA) 

Clinical importance cannot be 
evaluated using effect size and 
effect difficult to assess for 
clinical importance as it is a 
surrogate outcome 
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Referenc
e 

Intervention Comparator Participants Relevant 
outcomes 

Results Clinical 
importance/relevance 

Zarit et al 
1998 

Day care centre 
visits at least 
twice weekly 

No day care but 
small amounts of 
other respite 

Carers of people 
with dementia 

Captivity 

Overload 

Worry and 
strain 

Depression 

Anger 

Positive effect 

Adjusting for T1 scores, 
overload (P<0.01) and 
depression (P<0.05) lower in 
IG at 3 and 12 months. Also 
worry (P<0.05) and anger 
(P<0.05) at 3 months 

Clinical importance cannot be 
evaluated using effect size but 
there is an indication of 
benefits in the intervention 
group/R 

Key to terms and abbreviations: see Section 4.7. 
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T able 4.11 Summar y of included studies (methodology):  effects of r espite on car er s of gener ally fr ail or  unwell older  adults 

Reference Type of 
study 

Level of evidence n 

IG 

n 

CG 

Applicability Generalisability Quality 

Mason et al 
2007 

SR I/III-2 20 reviews, 
22 studies (16 
RCTs) 

n/a n/a High  Older adults with cancer and frailty 
and those with dementia (stage 
unclear) 

A very strong review 

Meta-analysis 

McNally 
1999 

SR I/III-2 

29 studies, 12 with 
comparators 

n/a n/a High Included all kinds of informal 
carers/recipients 

Moderate 

Sorensen et 
al 2002 

SR I/III-1 

78 studies, all with 
controls 

n/a n/a High Age appropriate. Included a variety of 
carers/recipients. Level of disability 
of care recipients often unknown 

Good. Meta-analysis included 

Stoltz et al 
2004 

SR I/III-2 

26 studies with a 
variety of designs 

n/a n/a High Age appropriate. Variety of 
carers/recipients. Level of disability 
of care recipients unknown 

Moderate 

Yin et al 
2002 

SR I/III-1 26 studies, 
RCTs and quasi 

n/a n/a High — but 
education 
always mixed 
with other 
components 

Age appropriate. Carers of frail 
elderly. Level of disability of care 
recipients unknown 

Good. Meta-analysis included 

Baumgarten  
et al 2002 

RCT II 108 104 High Very good Good 
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Reference Type of 
study 

Level of evidence n 

IG 

n 

CG 

Applicability Generalisability Quality 

Zank and 
Schacke 
2002 

Comparati
ve study 
concurrent 
control 

III-2 83 65 High Age-appropriate sample from German 
population. Mean of four or more 
comorbidities. Dementia in 79% of IG 
and 63% of CG 

High attrition, no power 
calculations 

Key to terms and abbreviations: see Section 4.7. 
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T able 4.12 Summar y of included studies (findings):  effects of r espite on car er s of gener ally fr ail or  unwell older  adults 

Reference Intervention Comparator Participants Relevant 
outcomes 

Results Clinical 
importance/relevance 

Mason et al 
2007 

Respite – day care, 
in home, host 
family, 
institutional, video, 
multidimensional 

SRs and studies – 
uncontrolled 
studies included 
when controlled 
unavailable 

Carers of 
people with 
frailty, cancer, 
or dementia, 
and care 
recipients 

Carer burden, 
distress, 
physical & 
mental health, 
QOL, 
depression  

Possible small effect on 
burden & carer mental or 
physical health. No robust 
evidence that respite helps 
care recipients. No evidence 
that it delays residential care 
placement 

 

From meta-analysis:  

Burden, –0.03 (–0.19, 0.13) 
P=0.14 

Depression, –0.32 (–0.62, –
0.02) P=0.04 

Burden: The range of 
estimates defined by the 
confidence interval includes 
clinically important effects 
but this range is also 
compatible with no effect, or 
a (slightly) harmful effect. 
Benefits were not 
statistically significant/R 

 
Depression: clinically 
important benefits for the 
full range of estimates (but 
one end of the range is very 
close to no effect)/R 

McNally 
1999 

Respite care  Only 12/29 studies 
had a comparison 
group 

Broad range of 
carers 

Wellbeing 

Stress/burden 

Symptoms 

Depression 

Wellbeing and stress/burden 
— overall either no change or 
improvement. Symptoms —  no 
change in population of 
interest. Depression and 
burden improved for a short 
period in one study 

Clinical importance cannot 
be evaluated using effect 
size. Some indication that 
respite may help carers in 
terms of burden and 
depression sometimes/R 
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Reference Intervention Comparator Participants Relevant 
outcomes 

Results Clinical 
importance/relevance 

Sorensen et 
al 2002 

Any intervention to 
improve carer 
health 

Always untreated 
control 

Family carers 
of older adults 

Burden, 
depression, 
wellbeing 

Burden (g= –0.30, –0.40 to –
0.20, P<0.001), depression 
(g= –0.23, -0.36 to –0.10) 
P<0.001), wellbeing (g= 0.20, 
0.06 to 0.34, P<0.01) 

Multicomponent approach 
augments effect on burden and 
wellbeing. RCTs show no 
impact from respite alone 

Clinically important benefit 
for full range of impacts/R 

Stoltz et al 
2004 

Support for carers 
(respite reported 
separately) 

Single respite study 
seems to have 
involved no 
comparison 

Family carers 
of elders 
sharing the 
same home 

Stress, sleep, 
sense of  
freedom 

Significant positive impact on 
all outcomes but stress 
returned to baseline after 2 
weeks 

Clinical importance cannot 
be evaluated using effect 
size  but indications of a 
positive, short term, 
impact/R 

Yin et al 
2002 

Interventions for 
family carers of 
frail elders 

Always untreated 
control 

Family carers 
of frail elders 

Burden Positive effect — mean effect 
sizes 0.842, 0.067, and 1.152 
— no CIs  

Clinically important benefit 
in three studies/R 

Baumgarten 
et al 2002 

Day care centre 
visits at one or two 
days a week for 3 
months 

Waitlist Family carers 
of frail elders 

Burden No effect No effect detected/R 

Zank and 
Schacke 
2002 

Day care centre 
visits at least twice 
weekly plus 
community service 
help in the home 

Community service 
help only 

Carers of older 
adults 

Wellbeing 

Burden 

Effect size 0.03 NS, no CIs 

0.16 NS, no CIs 

No effect detected/R 

No effect detected/R 

Key to terms and abbreviations: see Section 4.7. 
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T able 4.13 Summar y of included studies (methodology):  disease-specific family car er  education (cancer ) 

Reference Type of 
study 

Level of 
evidence 

n 

IG 

n 

CG 

Applicability Generalisability Quality 

Harding and  
Higginson 2003 

SR III-2 

22 studies, 
few RCTs 

n/a n/a High Age unknown. Stage of disease 
probably advanced — not 
explicitly stated 

Process details limited. Limited 
keywords. Limited studies 

McMillan et al 
2006 

RCT II 111 109/10
9 

High Population completely 
appropriate 

Good, although attrition high and no 
power calculations 

Key to terms and abbreviations: see Section 4.7. 
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T able 4.14 Summar y of included studies (findings):  disease-specific family car er  education (cancer ) 

Reference Intervention Comparator Participants Relevant outcomes Results Clinical 
importance/relevance 

Harding 
& 
Higginson 
2003 

Interventions for 
informal carers of 
cancer and palliative 
care patients 

Prospective 
comparators lacking in 
many studies  

Carers of 
cancer and 
palliative care 
patients  

No consistently 
examined outcomes 

A few indications of 
positive benefits for 
some carers 

No indication of effect 
size and very few 
findings/R 

McMillan 
et al. 2006 

Hospice-standard care 
plus three visits to 
teach a coping skills 
intervention 

One untreated control 
and one standard care 
plus three supportive 
visits 

Family carers 
of patients with 
advanced 
cancer in the 
community 

QOL Effect –0.16 
Improvement from 
intervention P=0.03 

Clinically meaningful 
changes detected/R 

 Burden of patient 
symptoms 

0.28 improvement 
from intervention 
P=0.001 

 

 Caregiving task burden –0.01 improvement 
from intervention 
P=0.04 

 

 Mastery NS  

 Coping NS  
Key to terms and abbreviations: see Section 4.7. 
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T able 4.15 Summar y of included studies (methodology):  family car er  disease-specific education (dementia)  

Reference Type of study Level of evidence n 

IG 

n 

CG 

Applicability in 
Australian system  

Generalisability Quality 

Acton and Kang 
2001 

SR I/III-2 

24 studies, RCTs, 
quasi, and pre and 
post-test evaluations 

n/a n/a High Stage of dementia and 
age of care recipients 
often unclear 

Large review and meta-
analysis. Multiple 
interventions including 
education alone. Good 
quality 

Acton and Winter 
2002 

SR I/III-2 

73 studies, RCTs 
and others including 
pre and post-test 
evaluations 

n/a n/a High Stage of dementia and 
age of care recipients 
often unclear. Not all 
studies dementia specific 

Large review of multiple 
interventions — 23 studies 
of education alone, 14 
support and education 

Brodaty et al 
2003 

SR I/ III-2  

45 studies and 21 
RCTs 

n/a n/a Very high 
(Australian study) 

Stage of dementia and 
age of care recipients 
often unclear 

High quality with meta-
analysis 

Cooke et al 2001 SR I/ III-2 

40 studies, 21 with 
control 

n/a n/a High Stage of dementia and 
age of care recipients 
often unclear 

High quality 

Doody et al 2001 SR I/III-2 

Approximately 175 
studies including a 
wide variety of 
designs 

n/a n/a High Stage of dementia and 
age of care recipients 
often unclear 

Methodology appropriate. 
Display of results not 
helpful 
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Reference Type of study Level of evidence n 

IG 

n 

CG 

Applicability in 
Australian system  

Generalisability Quality 

NCCMH 2006 SR I-III-2 

2 reviews and 25 
trials 

n/a n/a High Stage of dementia and 
age of care recipients 
often unclear 

Good 

Pinquart and 
Sorensen 2006 

SR I/III-1 

127 studies with 
untreated controls 

n/a n/a High Stage of dementia and 
age of care recipients 
often unclear 

Good. Meta-analysis 

Schulz et al 2005 SR 51 RCTs n/a n/a High Stage of dementia of care 
recipients often unclear 
(age >60 years) 

Good 

Selwood et al 
2007 

SR I/III-2 

62 studies with at 
least 27 RCTs 

n/a n/a High Stage of dementia and 
age of care recipients 
often unclear 

Good 

Sorensen et al 
2002 

SR I/III-1 

78 studies, all with 
controls 

n/a n/a High Age appropriate. Included 
a variety of 
carers/recipients. Level of 
disability of care 
recipients often unknown 

Good 

Stoltz et al 2004 SR I/III-2 

26 studies with a 
variety of designs 

n/a n/a High Age appropriate. Variety 
of carers/recipients. Level 
of disability of care 
recipients unknown.  

Moderate 
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Reference Type of study Level of evidence n 

IG 

n 

CG 

Applicability in 
Australian system  

Generalisability Quality 

Belle et al 2006 RCT II 323 319 High Limited owing to 
population cultural group 
mix 

Good 

Bourgeois et al 
1997 

Concurrent 
control study 

III-2 7  7 High Apparently, but a very 
small study 

Very low sample size, no 
baseline comparisons 

Bourgeois et al 
2002 

RCT II 22/21 20 High Good when patients have 
behaviour problems 

No power calculations, 
small sample 

Buckwalter et al 
1999 

RCT II 132 108 High Good Randomisation not 
specified 

Burgio et al 2003 RCT II 70 70 High May be limited due to 
cultural differences 

Control group had 
information materials, no 
details of power 
calculations or 
randomisation 

Burns et al 2003 RCT II 82 85 High Good No untreated control, high 
drop-out but 2-year 
intervention, no power 
calculations 

Callahan et al 
2006 

RCT II 84 69 High but 
intervention not 
only education 

Good Loss to follow up was 30%, 
no power calculations 

Chang 1999 RCT II 31 34 High Good (but all carers 
female) 

Good 
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Reference Type of study Level of evidence n 

IG 

n 

CG 

Applicability in 
Australian system  

Generalisability Quality 

Davis et al 2004 RCT II 23/24 24 High Good when patients have 
behaviour problems 

High loss at follow up 
especially in one group 

Done and 
Thomas 2001 

RCT II 26 15 High Good No power calculations, 
small sample, unknown 
baseline equivalence 

Garand et al 2002 RCT II Not 
found 

Not 
found 

Uncertain Good Small sample, no power 
calculations, baseline 
differences, group numbers 
lacking 

Gerdner et al 
2002 

RCT II 132 102 High Good 54% attrition over 12 
months. Assessors were 
blinded to group 
Randomisation not 
specified 

Gitlin et al 2001 
(short-term 
outcomes) 

RCT II 100 102 High Good Control situation not 
described. No power 
analysis. Randomisation 
not specified. Otherwise 
good 

Gitlin et al 2005 
(long-term 
outcomes 

RCT II 100 102 High Good Control situation not 
described. No power 
analysis. Randomisation 
not specified. Otherwise 
good 
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Reference Type of study Level of evidence n 

IG 

n 

CG 

Applicability in 
Australian system  

Generalisability Quality 

Gitlin et al 2003 Meta-analysis 
of multisite 
intervention 
effects in six 
RCTs 

II 780 442 This huge program 
would be costly to 
implement 

Addresses cultural groups 
in the United States but 
still seems reasonable to 
generalise given large 
sample and diversity  

High 

Hébert et al 2003 RCT II 72 72 High Good when carer has 
moderate to severe burden 

Drop-out over 4 months 
approximately 20%, so 
probably underpowered 

Hepburn et al 
2007 

RCT II 30 22 High Good Small sample and no power 
analysis. Randomisation 
not specified 

Hepburn et al 
2001 

RCT II 72 45 High Good Good 

Huang et al 2003 Pseudo-RCT III-1 24 24 High Taiwanese study in 
similar population. 
Patients have behaviour 
problems 

Small sample, otherwise 
good 

Marriott et al 
2000 

RCT II 14 14/14 High Good when carer has 
psychological morbidity 

Method of assignment not 
detailed, otherwise good 

Martin-Cook et al 
2003 

RCT II 19 18 High Good when patients have 
behaviour problems 

Small sample, no power 
calculations, method of 
assignment unclear 



 

174  Guidelines for a palliative approach for aged care in the community setting 

Reference Type of study Level of evidence n 

IG 

n 

CG 

Applicability in 
Australian system  

Generalisability Quality 

McCurry et al 
1998 

RCT II  7  5 High Only to carers with sleep 
problems — also numbers 
so small this is hard to 
judge 

Tiny sample and power 
calculations not discussed. 
Randomisation not 
explained 

Nobili et al 2004 RCT II 34 35 High Good when patients have 
behaviour problems 

Very high drop-out rate, no 
power calculations. 
Randomisation not 
explained 

Riordan and 
Bennett 1998 

Nonrandomised 
trial 

III-2 19 19 High Good No power calculations and 
small sample 

Ripich et al 1998 Nonrandomised 
trial 

III-2 19 18 High Good No power calculations and 
small sample 

Stolley et al 2002 RCT II 133 108 High Moderate — some 
unknown diagnoses 

Probably underpowered due 
to attrition 

Teri et al 1997 RCT II 23/19 10/20 High Good Small group sizes, 
randomisation not specified 

Teri et al 2005 RCT II 47 48 High Good Quite a high drop-out rate 

Wright et al 2001 RCT II 68 25 High  Good Good but no power 
calculations, quite small 
sample, high drop-out rate 
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Reference Type of study Level of evidence n 

IG 

n 

CG 

Applicability in 
Australian system  

Generalisability Quality 

Zanetti et al 1998 Comparative 
study 

III-2 12 11 High Italian — study in similar 
population 

Very small study without 
effect size comparisons 
between groups, no 
randomisation, preliminary 
indications only 

Key to terms and abbreviations: see Section 4.7. 
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T able 4.16 Summar y pf included studies (findings):  family car er  disease-specific education (dementia) 

Reference Intervention Comparator Participants Relevant 
outcomes 

Results Clinical importance/ 
relevance 

Acton and Kang 
2001 

Education and 
psycho-education 
(and others) 

Mainly usual 
care 

Carers of people with 
dementia 

Burden No effect on burden. 
Effect size from  –0.08 
to –0.52 NS 

Minimal clinical impact 
upon burden, not 
statistically significant/R 

Acton and 
Winter 2002 

Education + support 
(and others) 

Only some 
studies had a 
control- mainly 
usual care 

Family carers – at 
least some care 
recipients with 
dementia 

Burden 

Stress 

Coping 

Inconsistent – including 
an increase in burden 
(one pre-post study) 

No consistent impact 
determined – one 
indication of possible 
harm/R 

Brodaty et al 
2003 

Education and 
training – with other 
components on 18/19 
occasions 

All studies had 
a control – 
details not 
provided 

Family carers of 
people diagnosed 
with advanced 
dementia  

Psychological 
morbidity, 
burden, mood 

Positive overall effect 
on most outcomes (no 
impact on burden) 

Weighted average 0.31 
and 0.32 (low) for 
psychological 
morbidity, mood. 
Involvement of the 
patient and the carer 
predicted a positive 
outcome 

Indication of clinically 
important benefits 
particularly when patient 
and carer both involved/R 

Cooke et al 2001 General education, 
social skills training, 
practical skills & 
other psychosocial  

Only some 
studies had a 
control 

Carers of people with 
dementia 

Wellbeing 
burden 

Social outcomes 

Improved knowledge 
only led to improved 
burden in 3/11 studies 
(one with a control 
group 

Effect limited, not  
quantified/R 
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Reference Intervention Comparator Participants Relevant 
outcomes 

Results Clinical importance/ 
relevance 

Doody et al 
2001 

Education and 
training (and other 
strategies) 

All studies 
were RCTs – 
comparator 
unclear 

Carers of people with 
dementia 

Placement  

Carer health 

Wellbeing 

Coping 

Some short term 
benefits in coping, 
education + support 
delayed placement (6 
studies)improved 
wellbeing (4) 

Effect not quantified/R 

NCCMH 2006 Education relevant 
to dementia  

Generally no 
education 

Carers of people with 
dementia 

Variety of health 
outcomes 
including burden 
and depression 

Findings from reviews 
said to indicate at least 
a small intervention 
effect. Variety of effect 
sizes reported 

Certainly overall 
indications of a clinically 
important effect/R 

Pinquart and 
Sorensen 2006 

Information and/or 
education about 
dementia(and other 
strategies) 

All studies had 
untreated 
control 

Carers of people with 
dementia 

Burden, 
depression, 
wellbeing 

Positive impact on all 
except when only 
information provision 

 

Active education effect: 

 burden, –0.20 (–0.32,   

–0.07) P<0.01 

depression, –0.36  
(–0.58,  –0.15) P<0.001 

wellbeing, 0.21 (0.00, 
0.43) P<0.05 

A clinically important 
benefit for the full range 
of plausible estimates/R 

 

As above 

 

 

As above 

 
 
The range of estimates 
defined by the confidence 
interval includes 
clinically important 
effects but this range is 
also compatible with no 
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Reference Intervention Comparator Participants Relevant 
outcomes 

Results Clinical importance/ 
relevance 

effect/R 

Schulz et al 2005 Education/counsellin
g/skills training 

All studies 
were RCTs 

Carers of older adults 
with dementia from 
multiple causes 
including stroke 

Depression 

Burden 

Anxiety hostility 

Anger 

Stress 

Consistent positive 
benefits 

Effect not quantified/R 

Selwood et al 
2007 

Education about 
dementia plus 
behaviour 
management (and 
other strategies) 

Most studies 
were RCTs (44 
studies 
overall)- 
comparators 
unclear 

Carers of people with 
dementia  

Psychological 
health, burden, 
stress, 
depression, 
distress  

Information only and 
group teaching of 
behaviour management 
– no benefits and some 
harms  

 

Individual behaviour 
management – reduced 
depression for longer 
interventions. One 
impact on burden 

Effect not quantified but 
some indication of harms 
as well as no effect – few 
indications of benefits/R 

Sorensen et al 
2002 

Any intervention to 
improve carer health 
– education 
identified 

Always 
untreated 
control 

Family carers of 
older adults 

Burden, 
depression, 
wellbeing, 
uplifts, coping 

Improved burden, 
depression, wellbeing. 
RCTs alone failed to 
show this effect for 
wellbeing 

 

Heterogeneity of effect 
sizes  ranged  from 0.12 

A clinically important 
benefit for the full range 
of plausible estimates/R  
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Reference Intervention Comparator Participants Relevant 
outcomes 

Results Clinical importance/ 
relevance 

to 0.53 SD units 

Stoltz et al 2004 Education plus 
support (and other 
support 
interventions) 

Only 
controlled 
studies 
reported for 
education (no 
details)  

Family carers of 
elders sharing the 
same home 

Depression 

Anxiety 

QOL 

Coping 

Caregiving 
competence 

Preparedness 
for caregiving 

From one RCT and two 
other controlled studies,  
no change in 
depression, anxiety, 
QOL in RCT. Positive 
findings in other studies 
for other outcomes 

Effect not quantified/R 

Belle et al 2006 Carer education in 
home and per phone 

Educational 
materials and 
check in phone 
calls 

Family carer of 
person with dementia 
(Latino, African 
American, Caucasian) 

Depression 

Burden 

Self-care 

Positive effects across 
all these domains of 
QOL, except in African 
Americans (some 
domains) 

Clinically meaningful 
drop in at least 
depression, as described 
by author/R 
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Reference Intervention Comparator Participants Relevant 
outcomes 

Results Clinical importance/ 
relevance 

Bourgeois et al 
1997 

Behaviour focused 
skills training 
workshop + 11 home 
visits 

Caregiver 
focused 
affective self 
management 
training 

Primary carers living 
with person with 
dementia with 
behavioural issues 

Self-efficacy Positive effect at 
follow-up 

Not quantified (n=14)/R 

Bourgeois et al 
2002 

IG1- training to 
change pt behaviour 

IG2 – training to 
change coping 
behaviours 

Weekly 
support visit 

Carers of people with 
dementia and 
behavioural issues 

Mood 

Strain 

Anger 

Anxiety 

Self-efficacy 

Stress 

IG1 led to 
improvements in all 
areas except anger and 
anxiety 

IG2 led to 
improvements in mood 
and strain 

Effect size not reported/R 

Buckwalter et al 
1999 

Training in the home 
with follow up 
phone calls 

Routine 
information 

Carers of people with 
dementia/memory 
problems 

Depression and 
mood state 

Positive impact on both Effect size not reported/R 

Burgio et al 
2003 

Shill training w/shop 
then home training 
in behaviour 
management 

Informational 
materials 

Carers of people with 
dementia 

Wellbeing 

Care giver 
appraisal 

No significant 
difference 

No effect detected/R 

Burns et al 2003 Education in 
behaviour care plus 
stress reduction and 
phone calls 

Education in 
behaviour care 
only and phone 
calls 

Carers living with 
person with dementia 

Wellbeing 

Depression 

Bothered by 
behaviour 

Significant 
improvement in 
wellbeing, otherwise no 
effect 

No effect size reported 
but indications of 
benefit/R 
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Reference Intervention Comparator Participants Relevant 
outcomes 

Results Clinical importance/ 
relevance 

Callahan et al 
2006 

Carer and patient 
education (plus 
medication for 
patient and carer 
support) 

Augmented 
usual care 

Carers of people with 
dementia 

Carer stress Lower in IG than in CG 
at 12 months but not at 
18 months. Drop in 
stress 0–12 months for 
IG, rise in CG 

No effect size reported 
but indications of 
benefit/R 

Chang 1999 Video training + 
CBT+ phone support 

Attention only 
phone calls 

Carers of people with 
dementia 

Depression  

Anxiety 

Emotional health 

Reduction in depression Interaction effect reported 
so effect size not 
indicated/R 

Davis et al 2004 IG1+ telephone 
training IG2 = in 
home training (high 
attrition in I1) 

One friendly 
home visit + 
12 phone calls 

Carers of people with 
dementia and 
behavioural issues 

Burden 

Distress 

Depression 

Most consistent 
reduction in burden and 
distress IG2 but some 
impact from both 
control and IG1 

No change for 
depression. Effect size 
0.58 for burden and 
0.47 for distress in IG1 

Clinically important 
effect size but confidence 
intervals not reported/R 

Done and 
Thomas 2001 

Carer training in 
communication with 
person with 
dementia 

Booklet 
training 

Home carer of person 
with dementia 
Note: age of care 
recipient NOT 
indicated –almost 
certain to be mean of  
70+ years  

Stress No significant 
difference 

No evidence of effect 
detected/R 
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Reference Intervention Comparator Participants Relevant 
outcomes 

Results Clinical importance/ 
relevance 

Garand et al 
2002 

Carer education No carer 
education – 
otherwise same 

Home carer of person 
with dementia 
(medication and 
alcohol restrictions) 

Distress 

NK-cell activity 

T-cell activity 

 

Impact upon T-cell 
immune function but 
not on NK-cell activity 
or distress reports 

No effect size 
reported/Evidence of 
effect on proven surrogate 
outcome for IG 

Gerdner et al 
2002 

In home training (4 
hours) plus referrals 

In home visits, 
information, 
referrals 

Carers of people with 
dementia/memory 
problems 

Response to 
behaviours 

Response to 
ADL 

Trend in benefits over 
time in terms of 
response to behaviours. 
Only spouses responded 
better to ADL  

No effect size reported/R 

Gitlin et al 2001 Carer education and 
skills building 

Usual care Primary carers living 
with person with 
dementia 

Self-efficacy and 
upset 

No effect for either No effect detected/R 

Gitlin et al 2005 Carer education and 
skills building 

Usual care Primary carers living 
with person with 
dementia 

Upset 

Perceived affect 
change 

Task strategy 
use 

6 months + impact on 
upset, not at 12 months. 
Affect improvement at 
6 months, sustained at 
12. Task strategy only 
improved in subgroup 

‘Meaningful’ effect 
according to author/R 

Gitlin et al 2003 Six interventions, 
most including carer 
education 

Varies – 
usually 
minimal 
support 

Family carer of 
person with dementia 
in diverse sites in the 
United States 

Burden 

Depression 

6-month findings: 
Burden reduced, no 
effect on depression. 
Burden – small effect 
(1.40) 

Clinically meaningful 
effect detected/R 



 

Guidelines for a palliative approach for aged care in the community setting  183 

Reference Intervention Comparator Participants Relevant 
outcomes 

Results Clinical importance/ 
relevance 

Hébert et al 
2003 

Education program 
of 2 hours per week 
for 15 weeks  

Referred to 
existing 
support group 
program 

Family carer of 
person with dementia 
with mod–severe 
burden; age of care 
recipient NOT 
indicated –almost 
certain to be mean of 
70+ years 

Reactions to 
behaviours 

Burden 

Anxiety 

Psychiatric 
symptoms 

Support 
perceptions 

Desire to 
institutionalise 

Positive significant 
impact on reactions to 
behaviours only. No 
impact on others 
including burden 

No effect size reported/R 

Hepburn et al 
2007 

Education supported 
by video and manual 

Not explained Family carers of older 
adults with dementia 

Role deprivation 
and captivity 

Carer 
competence and 
mastery. Loss of 
self. Carer 
distress 

Improved carer 
mastery, loss of self, 
and distress 

No effect size reported/R 

Hepburn et al 
2001 

Weekly carer 
training for 7 weeks 
in workshop 

Waitlist 
control 

Family carer of 
person with dementia 

Carer beliefs, 
depression, 
burden, reaction 
to problems 

Burden and depression 
decreased, also 
response to behaviour 
improved 

No effect size reported/R 

Huang et al 2003 Two sessions of in 
home training plus 2 
follow up phone 
calls 

Information 
leaflets plus 2 
social phone 
calls 

Family carer of 
person with dementia 
who had agitation 

Self-efficacy Significant 
improvement 

No effect size reported/R 
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Reference Intervention Comparator Participants Relevant 
outcomes 

Results Clinical importance/ 
relevance 

Marriott et al 
2000 

Carer education, 
stress management, 
coping skills 
training, cathartic 
interview 

Cathartic 
interview only  

OR 

No interview 
or other 
elements 

Family carer of 
person with dementia 
– carer has 
psychological 
morbidity 

General health 

Depression 

Intervention group 
improved at post test 
and follow up on both 
measures. General 
health ‘caseness’ was 
lower in IG. For 
reduction in ‘cases’ no 
needed to treat = 2 

Clinically meaningful 
effect reported/R 

Martin-Cook et 
al 2003 

Two group education 
sessions 

Usual care Family carers of 
people with dementia 
who had behavioural 
disturbance 

Resentment  

Depression 

No significant change No effect detected/R 

McCurry et al 
1998 

Six weekly group 
education sessions 
related to sleep and 
caring for a person 
with dementia 

Wait list 
control 

Family carer of older 
person with dementia. 
Carer had sleep 
problems 

Sleep  

Mood  

Reaction to 
behaviours 

Sleep improved post 
test and at 3 months – 
no other changes. 

No effect size reported/R 

Nobili et al 2004 Psychologist and 
occupational 
therapist visit plus 
info manual 

Contact 
numbers and 
limited 
information  

Family carer of 
person with dementia 
who had behavioural 
issues 

Stress score 

Time spent 
caring 

No effect No effect detected/R 

Riordan and 
Bennett 1998 

One year of tailored 
help including 
education 

Regular 
domiciliary 
services 

Family carer of 
person with dementia 

Stress, problems No gains for carers No effect detected/R 
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Reference Intervention Comparator Participants Relevant 
outcomes 

Results Clinical importance/ 
relevance 

Ripich et al 1998 Eight hours of group 
training over 4 
weeks 

Usual care Carers of people with 
dementia 

Wellbeing 

Depression 

Health 

Hassles 

Improvement in 
communication hassles. 
Otherwise no 
significant difference 

Small clinically important 
benefit/R 

Stolley et al 
2002 

Two weekly 
educational/training  
sessions, written 
materials, referrals 

Two home 
visits with 
information 

Carers of people with 
dementia 

Burden 

Caregiver 
appraisal 

Mastery 

Impact of caregiving 
decreased, burden 
increased and then 
dropped below control, 
mastery showed no 
difference 

No effect size reported/R 

Teri et al 1997 I1: Teaching 
behavioural 
strategies 

I2: teaching problem 
solving 

CG1:info, 
advice, support 

CG2: no 
contact 

Carers of people with 
dementia 

Depression Improvement in carer 
depression retained for 
at least 6 months  

No effect size reported/R 

Teri et al 2005 Weekly education 
sessions x 8 plus 4 
monthly phone calls 

Routine care, 
advice, support 

Carers of people with 
dementia who had 
behavioural 
disturbance 

Burden 

 

Depression 

 

Reaction to 
behaviour 

 

Sleep 

–4.2 (–7.6, 0) 

 

–2.3 (–0.6, 0) 

 

–3.2 (–6.1, –0.2) 

 

 

–1.1 (–2.2, –0.1) 

The range of estimates 
defined by the confidence 
interval includes 
clinically important 
effects but this range is 
also compatible with no 
effect in some  
instances/R 
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Reference Intervention Comparator Participants Relevant 
outcomes 

Results Clinical importance/ 
relevance 

Wright et al 
2001 

Education with 
counselling – 5 
sessions via visits 
and phone over 12 
months 

Phone calls 
only 

Family carers of 
people with dementia 

Stress 

Depression 

Physical health 

No change  No effect detected/R 

Zanetti et al 
1998 

Education about 
dementia and 
prevention of 
behavioural 
disturbance 

No education Carers of people with 
dementia who had 
behavioural 
disturbance 

Depression, 
stress, QOL 

Improvement in stress 
and QOL, not 
depression 

Very small study 
providing preliminary 
indications/R 

Key to terms and abbreviations: see Section 4.7. 
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T able 4.17 Summar y of included studies (methodology):  disease-specific family education (str oke) 

Reference Type of 
study 

Level of 
evidence 

n 

IG 

n 

CG 

Applicability in 
Australian system 

Generalisability Quality 

Bhogal et al 2003 SR I/III-2 

10 RCTs for 
this topic 
(other 
designs for 
other topics) 

n/a n/a High Stroke specific. Age and level 
of disability not always 
identified 

Good 

Forster et al 2001 SR I/III-1  

9 RCT and 
quasi  

n/a n/a High Stroke specific. Age and level 
of disability not always 
identified 

Good 

Lee et al 2007 SR 3 RCTs n/a n/a High Age appropriate but likely to 
include wide range of 
disability in care recipients 

Good. Meta-analysis included 

Visser-Meily et al 
2005 

SR I/III-2 

22 studies, 
18 RCTs 

n/a n/a High Age appropriate. Stroke 
specific. Level of disability 
often unknown 

Limited search strategy 

Clark et al 2003 RCT II 32 30 High — but education 
mixed with other 
components 

Yes. Stroke specific. No 
cognitive or severe language 
problem 

Control group not described and 
no blinding. Otherwise good but 
small sample, probably 
underpowered 

Hartke and King 2003 RCT II 43 45 High — but education 
mixed with other 
components 

Yes. Stroke specific Lack of baseline equivalence. No 
power calculation. Probably 
underpowered 
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Reference Type of 
study 

Level of 
evidence 

n 

IG 

n 

CG 

Applicability in 
Australian system 

Generalisability Quality 

Mant et al 2000 RCT II 258 262 High — but 
information mixed 
with other components 

Yes. Stroke specific  Treatment individualised by 
manager — replication 
problematic 

Rodgers et al 1999 RCT II 107 69 Probably not feasible 
due to attendance 
issues 

Yes. Stroke specific Extremely high drop-out rate. 
Underpowered. Intervention 
attendance poor 

Smith et al 2004 RCT II 49 48 High but significant 
resource issues 

Yes. Stroke specific Unclear difference in education 
between groups 

Key to terms and abbreviations: see Section 4.7. 



 

Guidelines for a palliative approach for aged care in the community setting  189 

T able 4.18 Summar y of included studies (findings):  disease-specific family education (str oke) 

Reference Intervention Comparator Participants Relevant 
outcomes 

Results Clinical 
importance/relevance 

Bhogal et al 
2003 

Family carer education 
relevant to community 
reintegration after 
stroke 

Various 
although usual 
care in most 
instances 

Family carers of 
adults with 
radiologically 
confirmed CVA 

Carer health Benefits for education 
plus counselling (4/5 
RCTs). None for 
information 
packages/workbooks 
alone (2/2 RCTs) 

Effect sizes not reported but 
clear indications of benefits 
for education with 
counselling/R 

Forster et al 
2001 

Information/education 
to improve outcomes — 
not part of 
rehabilitation program 

Generally 
usual care 

Family carers of 
stroke patients 
(also patients) 

Carer health Some benefits but 
inconsistent. Perceived 
health, QOL, use of 
services consistently 
unchanged. No impact 
from information alone 

Effect sizes not reported but 
clear indications of benefits 
for education when this is not 
just information provision/R 

Lee et al 2007 Any intervention to 
improve carer health — 
education identified 

Generally 
usual care 

Family carers of 
stroke patients — 
older patients in 
studies referred 
to here 

Carer 
wellbeing 

Data pooling showed 
benefits from education. 
MWEs=0.35 (0.09, 0.61) 
P<0.01 

Clinically important benefit for 
full range of plausible impacts 
— small to moderate effect 
size/R 

Visser-Meily 
et al 2005 

Any intervention to 
improve carer health — 
education identified 

Uncontrolled 
trials as well as 
RCTs 

Family carers of 
stroke patients — 
patients aged at 
least 60 years 

Carer health Three of 22 studies 
reported varied health 
benefits. One reported a 
negative impact on social 
function 

Effect sizes not reported and 
most findings indicate no 
effect/R 

Clark et al 
2003 

Information pack and 
three visits from 
counsellor 

No information 
or counselling 

Spousal carers of 
stroke patients 

Family 
functioning 
and carer 
health 

Family functioning 
improved at 6 month. No 
impact on carer health 

Shows no effect on carer  
health/R 
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Reference Intervention Comparator Participants Relevant 
outcomes 

Results Clinical 
importance/relevance 

Hartke and 
King 2003 

Manual plus meetings 
to discuss patient 
progress for dyads 

Usual care 
including 
stroke leaflets 

Family carers of 
stroke patients 

Burden, 
depression, 
loneliness, 
competence, 
stress 

Positive impact on burden 
(P<0.05) and carer 
competence (P<0.05) 
(comparison of change 
scores). Otherwise no 
impact 

Effect size not shown and 
range of likely impacts not 
indicated by confidence 
intervals but benefits were 
found in this study/R 

Mant et al 
2000 

Information leaflets 
plus support. 

Usual care — 
not described 

Family carers of 
stroke patients 

Emotional 
health, social 
activity, QOL 

Positive impact on social 
activity, energy, mental 
health, pain, physical 
function, health 
perception, QOL as 
identified by comparison 
of 6 month scores 
between the groups 

Clinical importance cannot be 
evaluated using effect size/R 

Rodgers et al 
1999 

Stroke education for 
patient/family dyads. 
Poorly attended 

Usual care 
including 
information 
sheets and 
hotline access 

Family carers of 
stroke patients 

Perceived 
health and 
function 

Only difference at Time 2 
was poorer social 
functioning in IG. 
Comparisons seem to be 
of post-test scores only 

Clinical importance cannot be 
evaluated using effect size. 
Negative effect detected/R 

Smith et al 
2004 

Stroke manual plus 
support meetings 

Usual care 
including 
information 
sheets 

Family carers of 
stroke patients 

General 
health 

No difference between 
groups 

No effect detected/R 

Key to terms and abbreviations: see Section 4.7. 
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more focused. People need to be fully informed about their diagnosis and the likely course of 
their disease or illness; they also need to understand possible choices between different types 
of care and treatments (Allen and Shuster 2002). The health care team should explain the risks 
and benefits of all options, including options for palliative and supportive care (Wilkinson et 
al 2007). The directive should also be completed when the person is determined to be 
competent to make relevant decisions in both legal and medical terms (Allen and Shuster 
2002). Determining competence is a complex issue. Many older adults may not be able to 
express their wishes about complex medical treatment but can still express their desires for 
health and social care (AF Street, Austin Health Clinical School of Nursing, pers comm, 8 
May 2008).  

The Capacity Toolkit, a resource for those assessing the capacity of people to make decisions, is 
available from the New South Wales Attorney General’s Department:  
Website: http://wwwlawlink.nsw.gov.au (Lawlink agencies >Diversity services>Capacity toolkit) 

Please be aware, however, that state laws may vary in this area. 

 

An older person making an advance health care directive can nominate a proxy decision 
maker to advocate for medical or care decisions on their behalf. This advocacy may be 
particularly useful if it is not clear what issues may arise in the future or when an event is not 
covered by the directive (Lyness 2004). Wilkinson et al (2007) report evidence showing that 
proxy decision makers are more accurate than doctors when predicting people’s choices. 
Also, a study by Beer (2004) developed Australian recommendations from a review of end-
of-life care for older adults in hospitals. This author found that older adults, in particular, need 
proxy decision makers because they are often unable to express their preferences when 
seriously ill in a hospital setting. However, appointing a proxy is not essential and may not 
always be acceptable. For example, in an American study that looked at issues related to 
advance health care planning that affected minority groups, some people were reluctant to 
appoint a proxy because they felt that it was culturally inappropriate (Baker 2002).  

5.2 Barriers to implementation 

Many people with a life-limiting illness prefer to be given honest information about end-of-
life issues early in the course of their illness (Siegler and Levin 2000, Ramsaroop et al 2007). 
Also, many others wish to avoid ‘inappropriate prolongation of dying’ (Singer et al 1999, 
cited in Rutledge et al 2001, p 2) and to maintain some sense of control at this time (Rutledge 
et al 2001). Yet, despite this need for communication about the end of life, such discussions 
are difficult (Riley et al 1999) and take place only rarely (Wilkinson et al 2007). Health care 
providers and their clients can both be reluctant to broach the topic of death and aspects of 
end-of-life care. Older adults may assume that their families or health care providers will 
know their preferences without this discussion taking place. Older adults may also perceive 
completing an advance health care directive to be difficult, or to be a step that should be 
initiated only by a health care professional (Wilkinson et al 2007). In fact, some studies 
suggest that the reluctance of health care professionals to discuss advance health care 
planning is the main barrier to writing an advance health care directive (Street and Ottmann 
2006). However,  people may welcome discussions about treatment options but not wish to 
complete advance health care directives, preferring informed family members and providers 
to make decisions for them when the time comes (Wilkinson et al 2007). 
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6.3.3 Oral symptoms 

Oral symptoms can severely impact on quality of life (Therapeutic Guidelines 2010). Age can 
sometimes be characterised by poor dental and denture hygiene, few functional teeth, and a 
dry mouth — all of which can contribute to more serious oral complications (Gil-Montoya et 
al 2006). Poor oral health of older adults can affect management of medical problems, 
nutrition and social interactions (Gil-Montoya et al 2006). Possible risk factors for poor oral 
or dental health include (Pearson and Chalmers 2004): 

• salivary dysfunction 

• polypharmacy 

• comorbid conditions 

• swallowing and dietary problems 

• increased functional dependence 

• poor access to and use of dental care. 

Simple management strategies that are tailored to the older person’s needs to promote oral 
hygiene in terminally ill older people can provide benefits, such as increased appetite, easier 
eating, adequate salivation and overall improved wellbeing (Therapeutic Guidelines 2010). 
The guideline listed in Table 6.7 provides guidance on assessing and managing oral hygiene. 

6.3.4 Swallowing difficulties 

Dysphagia (swallowing difficulty) is a common problem and major cause of weight loss in 
older adults (Therapeutic Guidelines 2010, DoHA 2006). The prevalence of dysphagia 
increases with age (Mitchell and Finlayson 2000). The cause may be neurological, mechanical 
or infective (Therapeutic Guidelines 2010). Dysphagia is associated with a number of 
neurological conditions that are common in older people, including dementia, cerebrovascular 
accidents and Parkinson’s disease. Risk factors include neurological conditions, altered level 
of consciousness, decreased cognitive ability, reduced alertness, increased impulsiveness or 
agitation, some medications and advanced age (Mitchell and Finlayson 2000). Dysphagia may 
occur in otherwise healthy older adults due to changes in the oropharynx (the area of the 
throat at the back of the mouth) associated with the ageing process (Mitchell and Finlayson 
2000). General signs and symptoms include (Mitchell and Finlayson 2000): 

• difficulty managing oral secretions or drooling 

• absence or weakness of voluntary cough or swallow 

• decreased mouth and tongue movements 

• frequent throat clearing 

• changes in eating patterns 

• weight loss 

• dehydration. 
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When eating or drinking, signs and symptoms include (Mitchell and Finlayson 2000): 

• delayed swallowing reflex (greater than five seconds) 

• uncoordinated chewing or swallowing 

• multiple swallowing for each mouthful 

• extended time eating or drinking  

• coughing or sneezing during or following eating or drinking. 

The guidelines in Table 6.8 provide recommendations relevant to the assessment and 
management of dysphagia.  

Recommended reading 
Chan D, Phoon S and Yeoh E (2004). Dysphagia and Aspiration in Older People, Position Statement 
12, Australian and New Zealand Society for Geriatric Medicine (ANZSGM),  
Sydney. 

Available from the ANZSGM website at: http://www.anzsgm.org (Position statements) 
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