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Comments

Author, 
Journal, 
Year

Title Type of 
study / 
Design

Aim of study Inclusion 
criteria

Centre 
(single - 
multicent
ric)

Coun-
try

Level of 
Evidenc
e =LoE 
(SIGN) / 
Justific
ation 

Number of 
patients / 
Dropouts 
(DO) / 
Dropouts 
through 
death (DO†)

Female / 
Male (n/n)

Age (mean, 
SD)

% of 
patients 
with cancer

1. Diagnosis 
2. 
stage/grade 
3. phase of 
illness

Perform-
ance status 
(ECOG, …)

Patients' needs 
(psychosocial, 
spiritual, etc…)

Others Number of 
CG / Drop 
outs

Female / 
Male (n/n)

Age (mean, 
SD)

CGs'needs 
(psychosoci
al, spiritual, 
etc…

Others Who 
assesses

When How (tool) Categories Process of 
categorisati
on (needs > 
complexity)

Setting Health care 
providers: Total, 
n/profession or 
qualification

Number of 
places/ 
beds

Equipment 
(incl. drugs, 
EDV, setting/ 
room/ 
housing) 

Referral 
criteria / 
allocation of 
place

Description of intervention Description of 
bereavement 
intervention

Description of 
control 
intervention

Discharge 
criteria

Others Primary outcomes (1.O) - Secondary 
outcomes (2.O) / 
Measure (tool, when, how long)

Costs

Intervention Control Who 
(source)

How much Who How Schedule/Frequency Content (clinical/non-clinical) Schedule/Frequency Content Who How Who How

SPEZIALISIERTE AMBULANTE PALLIATIVVERSORGUNG

Ahlner-
Elmqvist, 
PallMed  
2004 [193]

Place of 
death: hospital-
based 
advanced 
home care 
versus 
conventional 
care

CCT, non 
randomized

to evaluate HRQL  of 
patients,
with cancer in palliative 
stage, receiving either 
hospital-based 
advanced home care 
(AHC)

above 18 years of 
age, had a 
histological verified 
malignant disease, 
were
informed about their 
diagnoses and were 
in a palliative care 
situation (life 
expectancy 2-
12months)

single center Sweden 1- (CCT) n= 722 (targets), 
recruited 297, 
intervention 119, 
control 178

56/61 (interv.) 
and 88/75 
(control)

Interv (mean): 67 
Control: 68yrs, 
SD not 
mentioned, 
range 
intervention (38-
88), control (28-
85)

100% primary cancer 
(interventional 
group/control): 
lung (16/38) 
(p=0.007)!, 
prostate (10/5), 
gastrointestinal 
(43/73), breast 
(9/18), 
urogenitalia 
(16/11), others 
(23/18) 

KPS > 70 
interventional 
group 55%, 
control group 
71% (p=0,007)

nor assessed not assessed not assessed not assessed not assesed AHC Programme 
(regional 
palliative care 
programme, 24/7 
on call, 
complementary 
to conventional 
care) 

conventional 
care

AHC: 25 
housebound 
patients at a 
time (3 backup 
beds)

The staff included a team 
of nine experienced 
nurses, an oncologist, a 
physiotherapist, a social 
worker and a secretary. 
A priest
was associated on a 
consultation basis. All 
the professionals had 
long experience from 
advanced cancer care, 
but had no formal 
palliative care education 
or training.

25 outpatients (3 
backup beds) 

not specified The hospital-
based AHC 
service was 
affiliated to the 
Department of 
Oncology at 
Malmo¨ 
University 
Hospital.

not specidfied hospital based 
home care team

clinical judgement--
> proposal for 
refferral, patient 
preference 

AHC 24/7 care not specified none none 1. place of death
2. days spent in hospital
3. differences in sociodemographic prerequisites  

no 1. place of death: more home deaths in the AHC 
(interventional) group: 53/17 (p<0.001)
2. time spent in hospital: AHC 18% of time; Control 31% of 
time (p<0.005)
3. sociodemographic data associated with place of death: 
Living situation (living with someone) p=0.0014, OR 2.4 in 
both groups 

none no defined intervention, bias due to preferred 
care, bias in baseline data!

Ahlner-
Elmqvist, J 
Pain Sympt 
Manage, 
2008 [194]

Characteristic
s and Quality 
of Life of 
Patients Who 
Choose Home 
Care at the 
End of Life

prospective, non 
randomized

to evaluate HRQL, 
sociodemographic data 
and medical data of 
patients, with cancer in 
palliative stage, 
receiving either hospital-
based advanced home 
care (AHC)

above 18 years of 
age, had a 
histological verified 
malignant disease, 
were
informed about their 
diagnoses and were 
in a palliative care 
situation (life 
expectancy 2-
12months)

single center Sweden n= 722 (targets), 
recruited 297, 
intervention 119, 
control 179

56/61 (interv.) 
and 88/75 
(control)

Interv (mean): 67 
Control: 68yrs, 
SD not 
mentioned, 
range 
intervention (38-
88), control (28-
85)

100% primary cancer 
(interventional 
group/control): 
lung (16/38) 
(p=0.007)!, 
prostate (10/5), 
gastrointestinal 
(43/73), breast 
(9/18), 
urogenitalia 
(16/11), others 
(23/18) 

KPS > 70 
interventional 
group 55%, 
control group 
71% (p=0,007)

measured in both 
groups

not assessed not assessed not assessed not assesed HRQL (symptom presence and severitiy: EORTC 
QLQ-C30, psychological distress: IES, social: five 
questions of Mc Adam´s questionnaire, general well 
being: Norwegian Health Survey)

no HRQL:
EORTC QLQ-C30 significantly  poorer in AHC group for 
(ONLY SIGN RESULTS FEATURED)
Physical (AHC/CC) 29/51 p<0.001 
Role (AHC/CC) 17/37 p<0.001
Emotional (AHC/CC 50/63 p<0.001
Cognitive (AHC/CC) 58/73 p<0.001
Social (AHC/CC) 45/58 p=0.001
Global health (AHC/CC) 35/44 p=0.003
Symptom Scales 
Fatigue 77/56 <0.001
Pain 53/41 0.002
Single items
Dyspnea 56/40 <0.001
Appetite loss 53741 0.009 
IES mean
Intrusion 16/13 0.008
Mc Adam´s Questionnaire
Worried about families future 54/34 0.001
Share feelings with others 77/71 0.009
General wellbeing (comparison with normative data)
AHC (being ‘‘Tired and worn out’’ or ‘‘Very tired and worn 
out’’) (69%) CC patients (48%) (P < 0.001)
Overall, both groups of patients reported reduced physical 
and psychological well-being compared with data from a 
Norwegian population study

none results are more related too different phases 
of disease than to specific interventional 
features; possibly more a study for needs 
than SAPV  

Ringdal, Pall 
Med , 2004 
[195]

Health-related 
quality of life 
(HRQOL) in 
family 
members of 
cancer 
victims: 
results from a 
longitudinal 
intervention 
study in 
Norway and 
Sweden

longitudinal 
intervention 
study (In the 
Norwegian site a 
cluster 
randomized 
experimental 
design was 
adopted, 
whereas a 
nonrandomized 
controlled design 
was applied in 
the
Swedish site.)

to compare the health-
related quality of life 
(HRQOL) of family 
members of patients 
who participated in a 
program of palliative 
care with those in 
conventional care 
(control family 
members); based on 
two hypothesis:H1: The 
respondents’ HRQOL 
scale scores will 
decrease from the 
inclusion in the study 
and reach a low point a 
few months after the 
death of the cancer 
victim, and thereafter 
show an increase. H2: 
The trajectories of the 
HRQOL scale scores 
for the intervention and 
the control groups will 
show an increasing 
difference over time in 
quality of life in favor of 
the intervention group. 

incurable malignant 
disease,over 18 
years, predicted 
survival time of two to 
nine months.

two centres Norway 
and 
Sweden

n= 183/130 
(interv/control) in 
Norway und n= 
102/102 in 
Sweden (n= not 
patients but 
enrolled 
caregiver!) 

100% Almost half of 
the patients 
suffered from 
gastrointestinal 
cancer. Other 
common cancer 
diagnoses in the 
sample were 
lung, 
breast/female 
genitalia, 
prostate and 
urological cancer

183/130 N and 
102/102 in 
Sweden at 
baseline

128/55 in interv. 
N, 87/41control 
N  and 72/30 
interv. S and 
59/43  control in 
S

median age was 
67/69 years

by SF36 CGs were mailed a 
questionnaire to their 
home address every 
second month. The 
family members who 
consented to 
continue after the 
death of the patient 
received 
questionnaires at 
one, three, six, and 
13 months after the 
time of death.If the 
questionnaires were 
not returned after 
two weeks, a 
reminder was given, 
and if still no answer 
was received, the 
family member was 
regarded as a drop-
out and the 
distribution of 
subsequent 
questionnaires was 
stopped.

HRQOL measured by the short-form (SF-36) health 
survey questionnaire, including eight subscales

no sign differences found for subscales at different time points 
(very complex statistical construction)
the scale scores varies across time according to H1; The 
group by time interaction is, however, only
statistical significant at the 0.05 level for the role limitation, 
emotional scale and the mental health scale.

highly complex methodological approach - almost 
too complex to follow. Bias due to different ways of 
recruitment and gender imbalnace very likely. 
Intervention not clearly explained. Whether the 
detected statistical differences are related to 
clinically relevant effects remians very dubious  

Axelsson 
1998 [196]

Evaluation of a 
hospital-based 
palliative 
support 
service with 
particular 
regard to 
financiel 
outcome 
measures

CCT financial assessment of 
a hospital-based 
palliative support 
service

incurable cancer 
patients, treated at 
the Department of 
General Surgery 
(DGS) 

single canter Swedish 1- 41 / 2 drop-out( 
1 because death 
one day after 
including in the 
study, 1 
because of lack 
of care-giver, no 
wish to live at 
home)

48/34 median 72 (58-
87)

100% 5 criteria: 1. 
symptomatic, 
incurable cancer 
disease; 2. a 
cancer disease 
within the realm 
of general 
surgery; 3. living 
within 40 km of 
the Country 
hospital; 4. wish 
to stay at home; 
5. having a 
primary care 
giver

60 (10-90) median survival 
time from 
diagnosis to 
death 23 month

Palliative 
Support service, 
0.5 physician 
(surgeon) and a 
full-time nurse

control group: 
usual care, 
reference group: 
fullfilling the 
inclusion criteria 
but living beyong 
the radiau of the 
DGS

inpatients recruitment in 
hospital before 
referral

first contact in hospital, nurse visited 
patients at home if needed. 

coordination of care, communication with GP`s, 
management of infusions, catheters, nutrition e.g. 
at home when needed

usual care duration of terminal hospitalization, ratio of days at 
home / to toal inclusion days; days at home during 
the last two month of life, economic advantages

palliative support team 
defrayed ist own costs 
and saved another 
SK17.000 / patient 
(=US$2.500)

intervention group significant less duration of terminal 
hospitalization (p=.005); ratio days at home / inclusion 
days higher (p=.001); more days at home (p=.001)

Bakitas; 
JAMA, 2009 
[132]

Effects of a 
Palliative Care 
Intervention on 
Clinical 
Outcomes in 
Patients With 
Advanced 
Cancer
The Project 
ENABLE II 
Randomized 
Controlled Trial

RCT To determine the effect 
of a nursing-led 
intervention on quality 
of life,
symptom intensity, 
mood, and resource 
use in patients with 
advanced cancer

prognosis of 
approximately 1 year 
and within 8 to 12 
weeks of a new 
diagnosis of incurable 
cancer of 
gastrointestinal tract 
(unresectable stage 
III or IV), lung (stage 
IIIB or IV non–small 
cell or extensive 
small cell), 
genitourinary tract 
(stage IV), or breast 
(stage IV and visceral 
crisis, lung or liver 
metastasis, estrogen 
receptor negative 
[ER−], human 
epidermal growth 
factor receptor 2 
positive [Her 2 neu ]) 
cancer.  Patients 
were asked to select 
a caregiver to 
participate in the 
study. 

single 
center, rural 
area

USA 1++ n=322 
(randmoized), 
screened 1222

Male sex 
intervention 96 
(59.6) control 91 
(56.5)

Age, mean (SD), 
y intervention 
64.7 (10.8) 
control 65.4 
(11.6)

100% Primary disease 
site
(intervention / 
Control) 
Gastrointestinal 
tract 66/67 
Lung 59/58 
Genitourinary 
tract 19/19
Breast 17/16

Anticancer 
treatment at 
enrollment
Chemotherapy 
137/134 
Radiation 
therapy 20/21 

Karnofsky 
Performance 
Status, mean 
(SD) intervention  
77.9 (11.1)  
control 76.6 
(13.1)

ESAS not assessed not assessed not assessed not assessed not assesed n questionnaire baseline, 1 
months after 
baseline, follow 
up  every three 
months

psychoeducation
al intervention

conventional 
care

nurses (special 
qualification)

4 weekly sessions; monthly follow-up A multicomponent, psychoeducational intervention 
(Project ENABLE [Educate, Nurture, Advise, 
Before Life Ends]) conducted by advanced practice 
nurses
consisting of 4 weekly educational sessions and 
monthly follow-up sessions until death
or study completion

PO patientreported quality of life, symptom intensity 
and resource use. (assessed with the Functional 
Assessment of Chronic Illness Therapy for Palliative 
Care), symptom
intensity (assessed with the ESAS), and resource 
use by chart review
SO mood (assessed with CES-D)

no Longitudinal intention to-treat analyses for the total sample 
revealed higher quality of life (mean [SE],4.6 [2]; P=.02) 
(Functional Assessment of Chronic Illness Therapy for 
Palliative Care scores and CES-D mood score p=0.02 
no further sign results

robust methodology, straight forward.Simply a well 
done and important study.  

Bakitas; 
Palliative 
and 
supportive 
care,  2009 
[197]

The project 
ENABLE II 
randomized 
controlled trial  
to improve 
palliative care 
for rural 
patients wiht 
advanced 
cancer: 
baseline 
findings, 
methodologica
l challenges 
and solutions

prognosis of 
approximately 1 year 
and within 8 to 12 
weeks of a new 
diagnosis of incurable 
cancer of 
gastrointestinal tract 
(unresectable stage 
III or IV), lung (stage 
IIIB or IV non–small 
cell or extensive 
small cell), 
genitourinary tract 
(stage IV), or breast 
(stage IV and visceral 
crisis, lung or liver 
metastasis, estrogen 
receptor negative 
[ER−], human 
epidermal growth 
factor receptor 2 
positive [Her 2 neu ]) 
cancer.  Patients 
were asked to select 
a caregiver to 
participate in the 
study. 

single 
center, rural 
area

USA 2 n=322 
(randmoized), 
screened 1222

Male sex 
intervention 96 
(59.6) control 91 
(56.5)

Age, mean (SD), 
y intervention 
64.7 (10.8) 
control 65.4 
(11.6)

200% Primary disease 
site
(intervention / 
Control) 
Gastrointestinal 
tract 66/67 
Lung 59/58 
Genitourinary 
tract 19/19
Breast 17/16

Anticancer 
treatment at 
enrollment
Chemotherapy 
137/134 
Radiation 
therapy 20/22

Karnofsky 
Performance 
Status, mean 
(SD) intervention  
77.9 (11.1)  
control 76.6 
(13.1)

ESAS not assessed questionnaire baseline, 1 
months after 
baseline, follow 
up  every three 
months

nurses (special 
qualification)

does not add any information regarding evidence 
for interventional effects

O´Hara , 
Palliative 
and 
Supportive 
Care 2010 
[198]

Impact on 
caregiver 
burden of a 
patient-
focused 
palliative care 
intervention for 
patients with 
advanced 
cancer

RCT to determine the effect 
of a nursing-led 
intervention on quality 
of life and burden of 
caregivers

prognosis of 
approximately 1 year 
and within 8 to 12 
weeks of a new 
diagnosis of incurable 
cancer of 
gastrointestinal tract 
(unresectable stage 
III or IV), lung (stage 
IIIB or IV non–small 
cell or extensive 
small cell), 
genitourinary tract 
(stage IV), or breast 
(stage IV and visceral 
crisis, lung or liver 
metastasis, estrogen 
receptor negative 
[ER−], human 
epidermal growth 
factor receptor 2 
positive [Her 2 neu ]) 
cancer.  Patients 
were asked to select 
a caregiver to 
participate in the 
study. 

single 
center, rural 
area

USA n=322 
(randmoized), 
screened 1222

Male sex 
intervention 96 
(59.6) control 91 
(56.5)

Age, mean (SD), 
y intervention 
64.7 (10.8) 
control 65.4 
(11.6)

300% Primary disease 
site
(intervention / 
Control) 
Gastrointestinal 
tract 66/67 
Lung 59/58 
Genitourinary 
tract 19/19
Breast 17/16

Anticancer 
treatment at 
enrollment
Chemotherapy 
137/134 
Radiation 
therapy 20/23

Karnofsky 
Performance 
Status, mean 
(SD) intervention  
77.9 (11.1)  
control 76.6 
(13.1)

ESAS not assessed  n= 220 (interv 
106, control 116)

not specified not specified not specified questionnaire baseline, 1 
months after 
baseline, follow 
up  every three 
months; in case 
of death ADI for 
caregivers

nurses (special 
qualification)

Montgomery Borgotta Caregiver Burden Scale; After 
Death Bereaved Familiy Memeber Interview (ADI), 
no caregiver centered intervention, simply monitoring 
effects of patient centered intervention on caregivers  

no effects shown

Intervention characteristics (structure and process quality criteria) Outcomes 

Overall description Funding Organisation / 
Management related to 
structures

Coodination of intervention Integration of oncological 
and palliative structures

Needs complexity Study characteristics Patients' characteristics at baseline Informal caregivers' (CG) characteristics at baseline Needs assessment



Brumley, 
JAGS 2007 
[199] 

Increased 
Satisfaction 
with Care and 
Lower Costs: 
Results of a
Randomized 
Trial of In-
Home 
Palliative Care

RCT, parallel, to test an in-home 
palliative care model at 
two sites using a 
randomized, controlled 
design; Standard care 
compared with standard 
care plus an in-home 
palliative care program 
to determine the 
program’s ability to 
improve patient 
outcomes and reduce 
the costs of medical 
care at the end of life; 
hypothesized that the 
program would increase 
patient satisfaction, 
reduce costs of medical 
care, and increase the 
proportion of terminally 
ill patients dying at 
home.

primary diagnosis of 
CHF, COPD, or 
cancer; life 
expectancy ≤12 
months*; ≥1 visit of 
emergency 
department or 
hospital within 
previous year; ≤70% 
on the Palliative 
Performance cale; * 
primary care 
physician was asked 
"Would you be 
surprised if this 
patient died in the 
next year?’’

multicentric 
(2 sites)

USA 
(Colorado, 
California, 
Hawaii)

1+ (not 
blinded, 
endpoints 
not clearly 
defined, 
some risk 
of bias)

n=310 
randomized 
(n=155 IG / CG) 
/ drop out: n=13 
/ n=8 died before 
intervention

146/151 IG: 73.9 (11.1), 
CG: 73.7 (13.0), 
total: 73.8 (12.1)

IG: 44%, CG 
49%, total: 47%

CHF, cancer, 
COPD; 
"terminally ill" 
(≤12months)

Palliative 
Performance 
Scale score 
mean (SD): 
IG=57.8(13.1), 
CG= 58.5(12.0), 
total=58.2(12.5)

Reid-Gundlach 
Satisfaction with 
Services instrument - 
mean(SD): 40.1(5.7); 
Palliative 
Performance Scale 
(mesuring severity of 
illness) - mean (SD): 
58.2(12.5)

37% ethnic 
minority: 18%  
Asian/Pacific 
Islanders, 13% 
Hawaiian, 4% 
Latino, 2% other

Undergraduate- 
and graduate-
level research 
assistants, 
blinded to group 
assignments, 
were recruited 
and trained to 
conduct 
telephone 
interviews with 
the patient or, if 
the patient was 
unable to 
participate, the 
primary caregiver

within 48 hours 
of study 
enrollment and 
every 30, 60, 90, 
and 120 days

Reid-Gundlach 
Satisfaction with 
Services instrument; 
Palliative 
Performance Scale

satisfaction with 
service: total 
score of ≥37 
categorized as 
very satisfied; 
suprise question 
- answer "no"

standard care 
plus an in-home 
palliative care 
(IHPC) program

standard care two group-
model, 
closedpanel, non-
profit health 
maintenance 
organizations 
(HMOs) 
providing 
integrated 
healthcare 
services in 
Hawaii and 
Colorado

Colorado site: ≥500 
physicians, all medical 
specialties and 
subspecialties, HMO 
contracts with outside 
providers for emergency 
department, hospital, 
home health, and 
hospice care to serve its 
477,000-person 
membership; Hawaii 
site: 317 medical group 
physicians provide care; 
"Intervention providers": 
core care team 
consisting of the patient 
and family plus a 
physician, nurse, and 
social worker with 
expertise in symptom 
management and 
biopsychosocial 
intervention.

Colorado site: 
16 separate 
ambulatory 
medical offices, 
HMO contracts 
with outside 
providers for 
emergency 
department, 
hospital, home 
health, and 
hospice care to 
serve its 477,000-
person 
membership; 
Hawaii site: 
217-bed medical 
center, has an 
internal home 
health agency, 
accepting 
referrals from 
hospital- and 
clinic-based 
medical group 
physicians.

HMOs palliative care 
physician

Patients are 
assigned a 
palliative care 
physician who 
coordinates care 
from a variety of 
healthcare 
providers, 
including 
specialists and 
the patients’ 
primary care 
physician, thus 
preventing the 
service 
fragmentation 
that often occurs 
in healthcare 
systems.

referral guidelines expanded: to target 
patients earlier in their disease process, 
with an estimated 12-month life 
expectancy (compared to hospice 
programs based on 6-months prognosis); 
admission: team assesses the physical, 
medical, psychological, social, and 
spiritual needs of the patient and family; 
initial assessments from physicians, 
nurses, and social workers. Additional 
team members (spiritual counselor or 
chaplain, bereavement coordinator, home 
health aide, pharmacist, dietitian, 
volunteer, physical therapist, occupational 
therapist, and speech therapist) join the 
core care team in service provision as 
needed; team convenes to develop a care 
plan in accordance with the wishes of the 
patient and the family. Frequency of 
subsequent medical visits is based on the 
individual needs of the patient. Physicians 
conduct home visits, available along with 
nursing services on a 24-hour on-call 
basis; advanced care planning is provided 
that involves patients and their families in 
making informed decisions and choices 
about care goals and end-of-life care.

interdisciplinary home-based healthcare program 
designed to provide treatment with the primary 
intent of enhancing comfort, managing symptoms, 
and improving the quality of a patient’s life; team 
provides education, support, and medical care to 
the patients and their families; patients and 
families are trained in the use of medications, 
selfmanagement  skills, and crisis intervention in 
the home with the goal of stabilizing the patient 
and minimizing excessive emergency department 
visits and acute care admissions; 

spiritual counselor or 
chaplain, bereavement 
coordinator (...) join the core 
care team in service provision 
as needed; advanced care 
planning is provided that 
involves patients and their 
families in making informed 
decisions and choices about 
care goals and end-of-life 
care.

standard care to meet 
the needs of the 
patients and followed 
Medicare guidelines for 
home healthcare 
criteria; various 
amounts and levels of 
home health services, 
acute care services, 
primary care services, 
and hospice care; 
Patients treated for 
conditions and 
symptoms when they 
presented them to 
attending physicians; 
ongoing home care 
when they met the 
Medicare-certified 
criteria for an acute 
condition.

palliative care 
physician; core 
care team 
(=patient and 
family plus a 
physician, 
nurse, and 
social worker 
with expertise in 
symptom 
management 
and 
biopsychosocial 
intervention)

palliative care 
physician: 
coordinates care 
from a variety of 
healthcare 
providers, including 
specialists and the 
patients’ primary 
care physician; 
core care team 
(=patient and family 
plus a physician, 
nurse, and social 
worker): responsible 
for coordinating and 
managing care 
across all settings 
and providing 
assessment, 
evaluation, 
planning, care 
delivery, follow-up, 
monitoring, and 
continuous 
reassessment of 
care.

palliative care 
until death or 
transfer to a 
hospice 
program. (For 
more information 
on this model, 
see17,18.)

1.O: medical care costs; 
2.O: • satisfaction with care (Reid-Gundlach 
Satisfaction with Services instrument); 
• sevice use
• proportion of terminally ill patients dying at home

Service costs= actual 
costs for contracted 
medical services 
(services provided by 
non-HMO contracted 
facilities) + proxy cost 
estimates for all services 
provided within the HMO; 
costs for: emergency + 
physician office visits + 
home health and 
palliative care visits + 
cost for each discipline’s 
reimbursement rate; 
total cost variable 
constructed by 
aggregating costs for 
physician visits, 
emergency department 
visits, hospital days, 
skilled nursing facility 
days, and home health 
or palliative days 
accumulated from the 
enrollment until the end 
of the study  or death.

• cost of care: sign.lower in IG vs CG: overall costs IG 
33% less (P=.03; 95% CI= $12,411 to  $780; R2=0.16), 
mean costs per patient $12,670 ±$12,523 vs. $20,222 
±$30,026 (p<.001), average per day $95.30 vs. $212.80 
(p=.02); 
• satisfaction with care: no sig. difference at 60days after 
enrollment (OR=1.79; 95% CI=0.65–4.96; P=.26); 
signif.increased in IG at 30 days (OR=3.37, 95% 
CI=1.42–8.10; P=.006) and 90 days (OR=3.37, 95% 
CI=0.65–4.96; P=.03) after enrollment; 93% vs. 81% 
patients very satisfied with care at 90 days after enrollment; 
•service use: 20% vs. 33% went to emergency 
departement (P=.01), 36% vs. 59% hospitalized (P<.001); 
•site of death: 71% vs. 51% died at home (p<.001), IG 2.2 
times as likely to die at home OR=2.20 (CI= 1.3-3.7; 
R2=0.27, p<.001) 

* primary vs. Secondary endpoints not clearly 
defined; power calculation based on medical 
care costs; 
• satisfaction with care: potential of bias 
since analysis is based on comparison of 
percentages satisfied at each time-point - 
instead of analysing "change" (satisfaction 
with services was different at study entry, 
thus likely to stay better over all 
timepoints???)   
• conducted within closed-system managed 
care settings; as a result, it may be less 
generalizable to all healthcare settings, and 
the relative cost savings may not be realized 
across other settings
• use of proxycosts of care calculated from 
aggregated patient records limits the ability 
to generalize findings across settings
• Relying on death at home as a 
measurement of patient preferences for site 
of death

Results for each outcome Results for outcomes related to 
informal CG

Comments

Author, 
Journal, 
Year

Title Type of 
study / 
Design

Aim of study Inclusion 
criteria

Centre 
(single - 
multicent
ric)

Coun-
try

Level of 
Evidenc
e =LoE 
(SIGN) / 
Justific
ation 

Number of 
patients / 
Dropouts 
(DO) / 
Dropouts 
through 
death (DO†)

Female / 
Male (n/n)

Age (mean, 
SD)

% of 
patients 
with cancer

1. Diagnosis 
2. 
stage/grade 
3. phase of 
illness

Perform-
ance status 
(ECOG, …)

Patients' needs 
(psychosocial, 
spiritual, etc…)

Others Number of 
CG / Drop 
outs

Female / 
Male (n/n)

Age (mean, 
SD)

CGs'needs 
(psychosoci
al, spiritual, 
etc…

Others Who 
assesses

When How (tool) Categories Process of 
categorisati
on (needs > 
complexity)

Setting Health care 
providers: Total, 
n/profession or 
qualification

Number of 
places/ 
beds

Equipment 
(incl. drugs, 
EDV, setting/ 
room/ 
housing) 

Referral 
criteria / 
allocation of 
place

Description of intervention Description of 
bereavement 
intervention

Description of 
control 
intervention

Discharge 
criteria

Others Primary outcomes (1.O) - Secondary 
outcomes (2.O) / 
Measure (tool, when, how long)

Costs

Intervention Control Who 
(source)

How much Who How Schedule/Frequency Content (clinical/non-clinical) Schedule/Frequency Content Who How Who How

SPEZIALISIERTE AMBULANTE PALLIATIVVERSORGUNG (Fortsetzung)

Brumley, J 
Pall Med 
2003 [200]

Effectiveness 
of a Home-
Based 
Palliative Care 
Program for 
End-of-Life

CCT 
(nonequivalent 
comparison 
group)

1) to provide 
documentation of the 
effectiveness of a home-
based palliative care 
model through the 
following research 
hypothesis: total 
medical service use 
during the last months 
of life will be less under 
the palliative care 
model than under the 
traditional model of 
care; 2) to determine if 
patients enrolled in the 
palliative care program 
were more satisfied 
with their care 
compared to those 
receiving traditional 
care.

IG: life-threatening 
disease (primary 
COPD, CHF, or 
cancer) and a 
prognosis of 
approximately 1 year 
or less to live; CG: 
diagnosis of COPD, 
CHF, or cancer, two 
or more emergency 
department visits or 
hospitalizations in the 
last year, and a 
prognosis of less 
than 24 months to 
live

multicentric 
but one site 
(three Kaiser 
permanente 
medical 
centres)

USA 
(southern 
California)

1- (no 
randomizat
ion, 
nonequilval
ent 
samples, 
high risk of 
bias)

IG n=210, CG 
n=348 enrolled; 
analyzed: 
subgroup of 
patients who 
died: IG n=161, 
CG n= 139; / 
drop out: n=73 
(13%) refused to 
participate in the 
interview

female 
IG=50.9%, 
CG=55.4%

IG: 70 (n.d.), 
CG: 74 (n.d.)

IG: 60.9%, CG 
39.1%

CHF, COPD 
cancer; life 
expectancy of 
≤12 vs. 
24months

PPS mean (SD 
n.d.): IG 46.94, 
CG 52.5 

mean days on 
service: IG 102, CG 
159; PPS mean: IG 
46.94, CG 52.5 (SD 
n.d.); Reid-Gundlach 
Satisfaction with 
Services instrument 
mean(SD): n.d., Text 
info: high for both 
groups (mean >40)

Ethnicity (% IG 
vs. CG): White 
65.6vs. 52.5, 
Latino 17.4 vs. 
16.5, African 
American 9.4 vs. 
18.7, Asian 6.3 
vs. 10.1

- data from 
telefone 
interviews: 
undergraduate 
and graduate-
level research 
assistants with 
either the patient 
or the primary 
caregiver if the 
patient was 
unable to 
participate; 
Pain=care team 

Interviews were 
conducted via 
telephone at 7 
days after 
enrollment in 
either palliative 
care or the 
comparison 
group and every 
60 days 
thereafter; Pain 
is assessed at 
each visit.

Palliative 
Performance Scale 
(PPS) (11 categories 
that are measured in 
10% decrements 
ranging from fully 
ambulatory to 
death); tool for pain 
assessment n.a.

- Palliative Care 
Program 
(interdisciplinary, 
home-based)

usual care interdisciplinary 
home-based 
system of health 
care

n: n.d.; professions: 
home visits from the 
palliative care physician; 
nurse, and social worker 
with expertise in 
symptom management 
and biopsychosocial 
intervention

n.d.; total 
member 
enrollment of 
675,000 
(=patients)

TriCentral Service 
Area is comprised 
of three KP 
medical centers 
and provides home 
health care and 
hospice services 
for all medical 
centers through a 
central Continuing 
Care Department. 
(...) Telephone 
support and after-
hours home visits  
available 24 hours 
per day, 7 days per 
week as needed. 
The after-hours line 
is staffed by a 
nurse who provides 
guidance based on 
established 
treatment 
guidelines, obtains 
physician orders, 
prescriptions, and 
provides other 
services as 
needed.

Kaiser 
Permanente 
Garfield 
Memorial Fund

- care team coordinating and 
managing care 
across all 
settings and 
providing 
assessment, 
evaluation, 
planning, care 
delivery, follow-
up, monitoring 
and continuous 
reassessment of 
care. The team 
also provides 
patient and 
family education 
(…)

IG: various sources 
including 
physicians, 
discharge planners, 
home health nurses, 
and social workers, 
liason nurses; CG: 
identified on 
enrollment in home 
health services and 
received standard 
KP health care in 
response to 
patients’ needs 
(services included 
various amounts 
and levels of home 
health services, 
acute care services, 
primary care 
services and 
hospice care)

program structure is similar to the 
Hospice Medicare benefit with 
modifications to provide care over longer 
periods of time; purpose= to provide an 
improved model of care combining care 
modalities and cost savings from the 
Hospice Model with curative care; (...) By 
including restorative therapy (...) “hospice 
philosophy” may be introduced without 
the negative connotation of “giving up” that 
is often associated with hospice (...) care 
team is responsible for coordinating and 
managing care across all settings (...) 
Telephone support via a toll-free number 
and after-hours home visits are available 
24 hours per day, 7 days per week as 
needed by the patient. 

• alleviating the physical, emotional, social, and 
spiritual discomforts of an individual with a terminal 
illness who is in the last phases of life; 
• patients may elect to continue restorative 
treatment (=ameliorative, referring to treatment that 
will not cure their disease, but will maintain and 
sustain a reasonable quality of life). 
• symptom control, patient education (self-
management and crisis intervention in the home), 
and psychosocial services 
• training staff, patients, and families on use of 
medications
•  patient and family education and support 

- standard Kaiser 
Permanente TriCentral 
Service Area care and 
follows Medicare 
guidelines for home 
health care criteria.

central care 
team (patient 
and family, 
physician, 
nurse, and 
social worker 
with expertise in 
symptom 
management 
and 
biopsychosocial 
intervention)

responsible for 
coordinating and 
managing care 
across all settings 
and providing 
assessment, 
evaluation, 
planning, care 
delivery, follow-up, 
monitoring and 
continuous 
reassessment of 
care

- outcomes not clearly defined; as apperent from 
context: 1.O: sevice use (utilization data from KP 
mainframe database: number of emergency 
department visits, physician office visits, hospital 
days, skilled nursing facility days, home health and 
palliative visits, and days on hospice) and costs of 
care
2.O: • patient satisfaction with care (Reid-Gundlach 
Satisfaction with Services instrument); 
• severity of illness (Palliative Performance Scale 
(PPS))
• proportion of patients dying at home

calculated based on the 
1999 cost of staff time 
associated with the 
care. Medication, 
facility, and 
administrative costs 
were not included in the 
calculations. As a result, 
the estimates of the 
costs of care are very 
conservative. Application 
of these costs to a 
nonmanaged care 
environment would be 
expected to reveal even 
greater cost savings.

• cost of care: average IG= $7,990, CG=$14,570 
(programm reduced medical costs of care by 45%, 
p<0.001); 
• service use (IG vs. CG; mean(SD), p): Physician visits 
5.335 (13.97) vs. 11.089 (13.81), p=0.001, Hospital visits 
2.359 (10.96) vs. 9.352 (10.82) p<0.001, Emergency 
department visits 0.930 (2.51) vs. 2.297 (0.92) p<0.001, 
Skilled nursing care visits 0.851 (11.0) vs. 4.575 (10.87), 
p=0.005, Total home health visits 35.048 (31.83) vs. 13.247 
(31.44) p<0.001; 
• satisfaction with care: at 60 days following enrollment: 
IG: "significantly higher satisfaction than at baseline (t=-
2.57, p<0.01)", IG: satisfaction remained the same for 
comparison group members (t=-0.5, p=0.6) (mean(SD) 
n.d.); 
• site of death: IG 90%, CG 57% of patients died at home

- •  The reduction in use of emergency care, 
hospital, skilled nursing facility, and 
physician office visits for the palliative care 
group while concomitantly increased home 
health service use demonstrates the palliative 
care program’s ability to effectively transfer 
end of life care from high-cost acute care 
services to a lower cost home based arena 
that allows patients to die in the comfort of 
their homes.
• significant increase in level of satisfaction 
with services of palliative care patients from 
baseline to 60 days after study enrollment 
supports the transfer of care into the home 
environment; replication of this model may 
hold implications for a shift in care paradigms 
for chronically ill populations as well as those 
nearing end of life;
• potential bias and confounders: comparison 
group design; PPS was used by telefone 
interviewers instead of trained medical 
professionals; conducted within a closed-
system managed care organization in 
southern California area = doubtful ability to 
generalize this model to other organizational 
systems, populations, and communities; 
costs: Medication, facility, and administrative 
costs were not included in the calculations

Buckingham 
Death Educ 
1978 [201]

A Guide to 
Evaluation 
Research in 
Terminal Care 
Programs

CCT to find evidence for or 
against the thesis, that 
a hospice home care 
program provides 
effective care to ist 
terminal patients

hospice patients 
(cancer) with min. 14 
days survival after 
introduction of 
hospice service vs 
nonhospice patients 
of the same 
physician, stratified 
to age, sex and 
disease site 
characteristics of the 
hospice group, not 
reside within the 
hospice geographical 
area

single center USA 1- 35 no data no data 100% no data no data Symptom checklist 
90, Social 
Adjustment Self-
Report, Zuckerman 
Adjective Checklist

hospice service usual care outpatients hospice hospice care, not more desscribed depression, anxiety and social adjustment hospice patients exhibited lower level of anxiety and 
depression and higher levels of social adjustment

limitied because of missing information about 
statictical details.

Casarett, 
JAMA 2005 
[202]

Improving the 
Use of 
Hospice 
Services in 
Nursing 
Homes

RCT, nonblinded To examine whether 
promoting 
communicatin about 
hospice care can 
increase hospice 
enrollment and improve 
quality of care for 
nursing home residents

Nursing home 
residents and their 
surrogates from 3 
nursing homes 
seleceted for the 
diversity of their 
resident population; 
residents who were 
not admitted for a 
respite stay; not 
already receiving 
hospice care; not too 
cognitively impaired; 
availability of a 
surrogate 

multicentric 
(3 sites)

USA 1+ (RCT 
with some 
risk of 
systematic 
bias, no 
blinding, 
selection of 
nursing 
homes)

205 153/52 84y(54-102) 9% not defined ADL, Charlson 
Score, MMSE

goals for care: single 
question adapted fro 
the SUPPORT study; 
needs for symptom 
management: Global 
Distress Index (GDI) 
of the Memorial 
Symptom 
Assessement Scale

Assessment of 
the residents` 
appropriateness 
for hospice care 
if either the 
resident or the 
surroggate: (1) 
expressed goals 
for care that 
focused on 
comfort; (2) 
refused both 
resuscitation 
and ventilation; 
(3) identifie at 
least 1 need for 
palliative care

173 126/47 57(23-91)y 2 research 
assistants, 
interviews with 
resident in 
person and with 
surrogate by 
telephone

baseline 
interviews after 
rucruitment; 
when residents 
dies within 6 
months follow-
up, interviews 
with surrogates 
were carried out 
2 months after 
the resident`s 
death

items adapted from 
the Toolkit 
Afterdeath Survey

structured 
interview with 
residents and 
their surrogates 
to identify 
residents 
appropriate for 
hospice care. If 
residents were 
identified as 
appropriate for 
hospice care, in 
the intervention 
group, the 
residents` 
physicians were 
informed about 
the interview 
results and 
asked to 
auhorize a 
hospice 
informational 
visit. 

In the control 
group, hospice 
appropriateness 
was assessed in 
the same way, 
but the 
physicians were 
not informed 
about the 
interview results. 
Residents 
received usual 
care.

Nursing homes nursing home staff and 
phycicians providing 
usual care for residents, 
hospice organizations

3 nursing homes principal 
investigator 
received funding 
from the Dep. Of 
Veterans Affairs 
and a Paul 
Beeson 
Phycician 
Faculty Scholars 
Award

nursing home 
residents (3 sites)

structured interview with residents and 
their surrogates to identify residents 
appropriate for hospice care. If residents 
were identified as appropriate for hospice 
care, in the intervention group, the 
residents` physicians were informed about 
the interview results and asked to 
auhorize a hospice informational visit. 

standard care 
(physicians were not 
informed if residents 
were assessed as 
appropriate for hospice 
care)

research 
assistants

in-house hospice 
programs and 
outside hospice 
organizations

1.O: (1) hospice enrollment within 30 days of the 
intervention and (2) families`ratings of the quality of 
care for residents who died during 6-months-follow-
up (items adapted from Toolkit Afterdeath Survey). 
2.O: acute care admissions, days in acute care 
settings

(1) Hospice enrollment: Intervention residents were more 
likely to enroll in hospice (21/107 (20%) vs 1/98 (1%); 
P<0,001, Fisher exact test); (2) quality of care: Families 
of intervention residents rated the resident`s care more 
highly than did families of usual care residents, 4.3(2-5) vs 
2.2(1-5), P=0.04. 2.O: Acute care admissions: 
Intervention 0.28(0-4) vs. 0.49(0-4), P=0.04. Days in 
hospital: Intervention 1.2 vs. 3.0, P=0.03

important findings for elderly patients living in 
nursing homes (simple intervention, highly 
efficient) but limiting generalization of the 
results to patients with cancer

Cummings, 
Arch intern 
Med 1990 
[203]

Cost-
effectiveness 
of Veterans 
Administration 
Hospital-
Based Home 
Care (VA 
HBHC)

RCT to determine whether 
VA HBHC is more cost-
effective than 
customary follow-up 
care alternatives

severely disabled 
(having > 2 
impairments in 
activities of daily 
living  functionning) or 
terminally ill (life 
expectancy < 6 
months; by primary 
physician) inpatients 
of Hines VA Hospital; 
presence of available 
caregiver; residence 
within the HBHC 48 
km catchment area;   

single center USA 1- (high 
risk of bias 
due to little 
information 
on 
intervention 
and control 
intervetion; 
method of 
randomizat
ion 
unclear) 

n=244 severely 
disabled n=175 
terminally ill/drop 
outs n=15/drop 
outs through 
death  44%

no numbers 
given; majority 
men 

Interv (mean): 
66.0±10.6 
Control: 
66.8±9.6

Interv: 29.4
Control: 32.6

1. cancer, heart 
disease; < 10% 
other diseases
2. -
3. for terminally 
ill: life 
expectancy <6 
months

Bartels-ADL (0-
100): Interv 
66.0+30.4
Control 
68.9+26.3;
Cognitive status 
(0-10): Interv 
8.1+2.1
Control 8.1+2.0;

Morale (1-2): 
Interv 1.5+0.2, 
Control 1.5+0.3;
Satisfaction with 
care (1-3): Interv 
2.6+0.3, Control 
2.6+0.3;

n=244 severely 
disabled n=175 
terminally ill/drop 
outs through 
death  of the 
patient 44%

no numbers 
given; majority 
women 

Interv (mean): 
66.8±13.4 
Control: 
58.4±13.6

Morale (1-2): 
Interv 1.6+0.3, 
Control 1.6+0.3;
Satisfaction with 
care (1-3): Interv 
2.6+0.3, Control 
2.7+0.3;

Hospital based 
home care with 
interdisciplinary 
team

not specified home care physician, nurse, social 
worker, dietician, 
physical therapist, health 
technician; number and 
qualification not stated;

Departement of 
Veterans Affairs

HBHC physician 
also manages 
the inpatient 
intermediate 
care unit; 

inpatients of Hines 
VA hospital who 
were severely 
disabled (having > 2 
impairments in 
activities of daily 
living  functionning) 
or terminally ill (life 
expectancy < 6 
months; by primary 
physician); 
screening within 5-8 
days after 
admission/no 
details on allocation 
of place

HBHC service including medical, nursing, 
social work, physical therapy, and dietetic 
care including physicians home visits, 
pharmaceuticals, and supplies. Inividual 
patient-care plans developed by the team. 

Mediacare home 
health care (no details)

HBHC manager Assessment at baseline, 1-month, 6-month:
Functional status (Barthels Self Care Index; 
modified version)
Cognitive Status (Short Portable Mental Status 
Questionnaire)
Morale (Philadelphia Geriatric Center Morale Scale)
Satisfaction of Care 

use of health care 
services

Health care utilization: 100% of intervention group with at 
least one home visit, 63% of control patients; intervention 
group more likely to also receive visits from other 
profession of the interdisciplinary team (13,6 vs. 1,4 visits, 
p<0,0001); HBHC more continuous and longer (control 
group: longer delay until the start of service, shorter time on 
the program. Mean length of stay: effect size t=2,66, 
p=0,01); almost the same number of service visits in 
general in both groups. No sig. differences in hospitals 
days: Interv patients had fewer outpatient clinic visits. 
Significant more home care visits in intervention group. 
Interv: Total costs significantly lower
Functional status: no differences
Cognitive status: no differences
Morale: no differences
Satisfaction with care: Interv significant higher 
satisfaction at one month (0,1 on a 3-points scale, p<0,01), 
no difference at 6-months

Morale: no differences
Satisfaction with care: Interv significant higher 
satisfaction at 1 and 6 months compared to 
control

multiple comparisons affect level of 
significance; no details on randomization 
process; No information regarding 
qualification of the team members. Little 
details on intervention and control 
intervention, no generalisability. 

Hughes, 
Health 
Services 
Research 
1991 
(Begleitstudi
e) [204]

A Randomized 
Trial of the 
Cost 
Effectiveness 
of VA Hospital-
Bases Home 
Care for the 
Terminally Ill

RCT? terminally ill (life 
expectancy < 6 
months; by primary 
physician) inpatients 
of Hines VA Hospital; 
presence of available 
caregiver; residence 
within the HBHC 
30mile catchment 
area;   

idem idem n=175/n=4 65 % male Interv (mean): 
65.73±10.9 
Control: 
63.26±8.0

Interv: 73
Control: 80

1. cancer, 
diseases of 
genitourinary 
system, other 
respiratory 
diseases
2. -
3. life 
expectancy < 6 
months

Bartels-ADL (-5-
100): Interv 71.7, 
Control 71.8;
Cognitive status 
(0-10): Interv 8.3, 
Control 8.2;

Satisfaction  (1-
3): Interv 2.65, 
Control 2.61;

n=175/n=4 Interv (mean): 
55.5±15.0 
Control: 
56.4±13.1

Morale (1-2): 
Interv 1.64+0.3, 
Control 
1.58+0.3;
Satisfaction with 
care (1-3): Interv 
2.65+0.3, 
Control 
2.61+0.3;

research staff 
(no further 
details)

health diary 
information 
retrieved 
monthly; 
interviews at one 
and six-month

health diary oer 6-
months period, 
interviews (at 
patient's current 
location)

idem customary care home care one physician, nurses, 
one social worker, one 
dietician, one physical 
therapist, health 
technicians; number and 
qualification not stated;

refering VA  
Hospital: 1100 
inpatient beds

HBHC physician 
also manages 
the inpatient 
intermediate 
care unit; 

all inpatient of Hines 
VA hospital with life 
expectancy < 6 
months (by primary 
physician) with 
informal caregiver 
and within 
catchment area/no 
details on allocation 
of place

HBHC program (develops goal-oriented, 
interdiciplinary patient care plans , 
schedules visits  according to individual 
patient needs, involvment of informal 
caregivers, timely communication about 
patients across team members)

traditional community 
home care service

HBHC manager Assessment at baseline, 1-month, 6-month (carers: 
if patient dies between 1-month and 6-month, an 
interview was conducted within one month after the 
patients' death):
Functional status (Barthels Self Care Index; 
modified version)
Cognitive Status (Short Portable Mental Status 
Questionnaire)
Morale (Philadelphia Geriatric Center Morale Scale)
Satisfaction of Care 

Utilization of health care 
services (within the VA 
system and the private 
sector); costs calculated 
based on US $ in 1985

Health care utilization: 98% of intervention group with at 
least one home visit from a HBHC staff member, 52% of 
control patients received some community-based home 
health care service; Interv group: average of 19.25 visits 
during study period, control group 13.64 (p< .05);  Interv 
group lengths of stay on home care 67.9 d vs. control group 
46.1 (p< .05);control group rarely received visits from 
disciplines other than nursing, intervention group more 
likely to also receive visits from other profession of the 
interdisciplinary team; no differences in readmissions to 
hospital, no differences in deaths at hospital; significant 
higher numbver of clinic visits for control group. 
HBHC costs more than double of control group ($1001 vs 
$343), VA hospital costs reduced by almost 50% for HBHC 
patients ($1798 vs. $3434); total costs of institutional care 
significantly lower for HBHC group. 
patients: no effect of group assignement on ADL, cognitive 
status, or morale; significant higher satisfaction with care in 
intervention group at one-month, higher but no significant 
difference at 6-month 
carers: significant higher satisfaction with care in 
intervention group at one-month, higher but no significant 
difference at time 2 posttest; intervention: lower morale

no details on randomization process; sample 
size at six-month insufficient for regression 
model

Grande, BMJ 
1999 [205]

Does hospital 
at home for 
palliative care 
facilitate death 
at home? 
Randomised 
controlled trial

RCT, parallel, 
nonblinded

To deteminde whether 
hospital at home 
enabled more patients 
to remain at home until 
death

> 16 years;
any disease with 
prognosis of two 
weeks or less 
(estimated by 
clinicans);
respite care for 
patients with cancer, 
MND , AIDS

single center UK 1- (high 
risk of bias 
as there is 
no clear 
difference 
between 
the study 
intervention 
and the 
control 
intervention
)

n=241/n=12 
excludes (still 
alive at the end 
of the study)

115/114 Interv : 72.6 
(13,6) Control: 
72.1 (11.3)

Interv: 87
Control: 86

1. cancer 
(gastrointestinal 
31%, 
genitourinary 
21%, breats 9%, 
lung 8%) non-
cancer 
conditions (14%)
2. -
3. prognosis < 2 
weeks

Intervention:
standard care + 
practical nursing 
care 

Control:
standard care 

home care, 
outpatients, 
inpatient 
facilities

Intervention: 6 qualified 
nurses, 2 nursing 
auxiliaries, 1 nurse 
coordinator

100 
patients/year

Elizabeth Clark 
Charitable Trust, 
NHS research 
and 
developement 
primary/seconda
ry care interface 
programme

 Who How > 16 years;
any disease with 
prognosis of two 
weeks or less 
(estimated by 
clinicans);
respite care for 
patients with 
cancer, MND , 
AIDS/random 
numbers 

standard care (in hospital, hospice or care 
home with input from general practice, 
district nursing, Marie Curie nursing, 
Macmillan nursing, evening district 
nursing, social services, flexible care 
nursing service, or private care)+ practical 
nursing care for up to 24 h a day for up to 
two weeks provided by qualified nurses, 
nursing auxiliaries, nurse coordinator, 
agency nurses as required 

standard care (in 
hospital, hospice or 
care home with input 
from general practice, 
district nursing, Marie 
Curie nursing, 
Macmillan nursing, 
evening district 
nursing, social 
services, flexible care 
nursing service, or 
private care)

Hospital at home 
coordinator 

1. place of death/death certification 1. place of death: no sign. difference between the two 
groups in the likelihood of dying at home (interv.: 124/186, 
67%; control: 25/43, 58%); patients who were actually 
admitted to hospital at home (not only allocated) were more 
likely to die at home than controls (78% vs. 58%)

 Intention-to-treat analysis: only 113 (61%) of 
the patients allocated to hospital at home 
eventually got admitted to the service; 4:1 
randomisation ratio to ensure that the service 
runs at capacity --> propable dilution of 
treatment effect. Initially planned study period 
had to be reduced from 22 to 15 months due 
to redesign of the trial to retrospective data 
collection --> loss of power due to lower 
number of patients that could partcipate.
Standard care already seems to be quite 
comprehensive in the study area --> other 
input can contaminate results + 
generalisability is limited + high risk of bias.
primary/secondary outcomes not clearly 
defined

Grande, 
Journal of 
Palliative 
Care 2004 
(Begleitstudi
e 1)  [206]

Caregiver 
Bereavement 
Outcome: 
relationship 
with hospice 
at home, 
satisfaction 
with care, and 
home death

RCT, parallel, 
nonblinded

to investigate the 
impact of hospice at 
home on caregiver 
bereavement outcome

bereaved informal 
carers of terminally ill 
patients who took 
part in the study

idem idem n=96 47/49 Interv: 72.4 
(14.6)
Control: 69.9 
(12.4)

Interv: 83.3
Control: 83.3

n=198 informal 
carers identified 
(for 86% of the 
patients);
n=143 returned 
questionnaire 
after 1 month, 
n=95 after 6 
months; n= 85 
returned both 
questionnaires

59/37 Interv: 62.3 
(13.0)
Control: 63.6 
(8.3)

bereavement 
outcome, eneral 
health

researcher, 
questionnaire

six weeks and 
six months post 
bereavement

interview, TRIG 
(Texas Revised 
Inventory of Grief), 
The Physical 
Component 
Summray (PCS) and 
the Mental 
Component 
Summary (MCS) of 
the SF-36 Health 
survey

idem idem idem idem idem idem idem idem idem 1. bereavement outcome and carers satisfaction
2. relation of bereavement outcome to place of death

1. no difference in bereavement outcome between careres 
of intervention or control group 
2. better early bereavement response für carers of patients 
who died at home, no difference after 6 months

high number of statistical tests.
no details on who conducted the interviews 
(qualification?) or how these were 
conducted..
collection of a lot of data.

Funding Organisation / 
Management related to 
structures

Coodination of intervention Integration of oncological 
and palliative structures

Study characteristics Patients' characteristics at baseline Informal caregivers' (CG) characteristics at baseline Needs assessment Needs complexity Outcomes 

Overall description

Intervention characteristics (structure and process quality criteria)



Grande, 
Palliative 
Medicine 
2000 
(Begleitstudi
e 2) [207]

A randomized 
controlled trial 
of a hospital at 
home service 
for the 
terminally ill

RCT, parallel, 
nonblinded

to test whether Hospital 
at Home differs from 
standard care in terms 
of perceived symptom 
control, adequacy of 
care and patients’ 
ability to remain at 
home during their final 2 
weeks

> 16 years;
any disease with 
prognosis of two 
weeks or less 
(estimated by 
clinicans);
respite care for 
patients with cancer, 
MND , AIDS

single center UK n=241/n=12 
excludes (still 
alive at the end 
of the study)

115/114 Interv : 73 (14) 
Control: 72 (11)

Interv: 87
Control: 86

3. prognosis < 2 
weeks 

198 informal carers, 
GPs, district 
nurses

within 6 weeks 
of patients death 

postal questionnaire 
with three-point 
scale for  need of 
support;
4-point scale for 
symptom severity

Intervention:
standard care + 
practical nursing 
care 

Control:
standard care 

home care, 
outpatients, 
inpatient 
facilities

Intervention: 6 qualified 
nurses, 2 nursing 
auxiliaries, 1 nurse 
coordinator (all with 
specific interest in 
palliative care)

100 
patients/year

Elizabeth Clark 
Charitable Trust, 
NHS research 
and 
developement 
primary/seconda
ry care interface 
programme

Hospital at 
Home office at 
the same site as 
Marie Curie 
nursing service 
and inpatient 
hospice; 
administratively 
under same 
palliative care 
manager

run as separate 
service with 
separate 
funding.

standard care (in hospital, hospice or care 
home with input from general practice, 
district nursing, Marie Curie nursing, 
Macmillan nursing, evening district 
nursing, social services, flexible care 
nursing service*, or private care)+ 
practical nursing care for up to 24 h a day 
for up to two weeks provided by qualified 
nurses, nursing auxiliaries, nurse 
coordinator, agency nurses as required ;
*same as Marie Curie nursing but funded 
by community

standard care (in 
hospital, hospice or 
care home with input 
from general practice, 
district nursing, Marie 
Curie nursing, 
Macmillan nursing, 
evening district 
nursing, social 
services, flexible care 
nursing service, or 
private care)

Hospital at home 
coordinator 

Standard care 
provided by e.g. 
Marie Curie 
Nurses and 
Macmillan 
Nursing

1.  informal carers need for support (three point 
scale; rated by GPs, district nurses and informal 
careres)
2. patient's symptom severity  (four point scale; 
rated by GPs, district nurses and informal careres)
3. time spend at home during last 2 weeks of life 
(GPs, district nurses)
4. Visits made by the GP in the last two weeks of 
life

1. Intention-to-treat (ITT)- no difference in need for support 
for patient or carer between groups (carers rating); 
for patients who actually did spent time at home (per 
protocol; PP)- district nurse rating: significant more need 
for support by night nursing (support for patient) and looking 
after patient (support or carer) in the control group
2. ITT- carers: significant higher ratings for pain in the 
control group. c
PP- carers: significant higher ratings for pain and 
nausea/vomiting in the control group; GP: significant higher 
ratings fordepression and anxiety in the control group 
3. no significant difference in proportion who spent time at 
home (interv.: 82%, control: 77%)
4. Intervention: fewer GP evening home visits and niht visits 
in penultimate week of life. No difference in last week of life.

Intention-to-treat analysis: only 113 (61%) of 
the patients allocated to hospital at home 
eventually got admitted to the service and did 
spend time at home; second analysis for 
patients who actually did spend time at home 
differs in some results compared to the 
intention-to-treat analysis. Ratings of GPs 
and district nurses in the intention-to-treat 
analysis are not mentioned in detail. 
retrospective data collection  as patients 
were to ill to complete questionnaires
primary/secondary outcomes not clearly 
defined

Greer, J 
Chron Dis 
1986 [183]

An alternative 
in terminal 
care: Results 
of the national 
hospice study

quasi 
experimental 
study

1. What is the 
difference between 
hospice and 
conventional care?
2. What is the 
differential impact of 
hospice and 
conventional care on 
the quality of life of 
patients and their 
families?
3. What is the impact 
of hospice on the health 
care costs incurred by 
terminal cancer 
patients?

cancer patients 
served in HC or HB 
hospices or in CC 
settings; cancer; 
remote metastasis 
(except for lung, 
brain, and pancreatic 
cancer); presence of 
a primary care person 
(PCP), generally a 
family member in the 
household (this 
excluded all nursing 
home patients); age 
21 or older; CC 
patients only: 
Karnofsky 
Performance Status 
(KPS) of 50 or less

multicentric 
(40 hospices 
and 14 
conventional 
oncological 
care 
settings; 26 
hospices 
received 
special 
Medicare 
demonstratio
n waivers 
allowing 
payment for 
normally non-
covered 
services))

USA 2+ (some 
risk of bias 
because 
only 
patients 
with cancer 
and with a 
primary 
care 
person 
were 
inlcuded, 
i.a. 
patients 
living alone 
excluded)

n=1754 (833 HC, 
624 HB, 297 CC) 
/ drop out: 4.4% 
with no 
differences 
across settings / 
n.d.*

% female (HC 
vs. HB vs. CC): 
51.3 vs. 51.8 vs. 
52.7

means n.d.; HC 
vs. HB vs. CC in 
%: 21-54 years 
10.3 vs. 9.3 vs. 
26.6, 55-64y: 
21.5 vs. 14.3 vs. 
30.6, 65-74y: 
42.4 vs. 44.8 vs 
28.3, ≥75y: 25.8 
vs. 31.6 vs. 14.5

100% 1. lung,  breast, 
prostate, 
colorectal 
cancer; 2. 
metastatic at 
diagnosis: HC 
49.6 vs. HB 50.4 
vs. CC 47.6%; 3. 
"terminally 
ill"/"terminal 
cancer"

HC vs. HB vs. 
CC: least 
functional (10-
30): 45.8 vs. 
49.8 vs. 67.7 % 
most functional 
(40 and over): 
54.2 vs. 50.2 vs. 
32.3% 

Patient awareness at 
initial interview 
comparable (full 
mental capacity HC 
vs. HB vs. CC): 48.9 
vs. 49.9 vs. 54.3%; 

non-white (% HC 
vs. HB vs. CC): 
1.5 vs. 4.7 vs. 
8.1; *Only 
patients who 
died during the 
study period 
were included in 
the final analytic 
samples since 
outcomes were 
assessed in 
relation to 
proximity to 
death; 

same as 
patients (study 
describes 
sample of 
patients with a 
primary caregiver 
(=PCP)

n.d. PCP was the 
patient’s spouse 
or child in 4 out 
of 5 cases; In 
HC hospices the 
PCPs were 
significantly less 
likely to be 
employed at the 
time of hospice 
entry. At the 
onset of the 
disease, a 
higher 
percentage 
(46%) of all 
PCPs were 
employed; those 
with  patients 
entering hospice 
were only 
slightly less 
likely to be 
employed at this 
juncture (42 vs 
48% and 51% 
for HB and CC, 
respectively).

Patient 
outcomes: 
Primary care 
person 
assessed 
patients' overall 
and social 
quality of life and 
pain and 
symptoms; 
patients 
themselfs rated 
satisfaction with 
care; PCP 
outcomes: 

patients needs: 
Personal 
interviews with 
the patient and 
PCP were 
conducted at 
study entry; first 
followup contact 
7 days later and 
then repeated 
every 14 days 
thereafter until 
the patient’s 
death; PCP 
needs: initial 
intervierw; 
bereavement 
interview 90-120 
days after the 
patient’s death

Functional 
performance: 
least functional 
(10-30) vs. most 
functional (40 
and over); 
aggressive 
treatment 
(no/yes); severe 
pain reported 
(no/yes)

hospice 
programm 
(hospices 
classified as 
those with beds 
(hospital based, 
HB) and those 
without beds 
(home care, 
HC)); 

conventional 
(oncological) 
care

home care and 
inpatient 
facilities 
(hospices with 
beds (hospital 
based, HB) and 
without beds 
(home care, 
HC), 
conventional 
ocological care)

home care 
hospices: 14 
demonstration, 6 
non-
demonstration 
facilities; 
hospital based 
hospices: 11 
demonstration, 8 
non-
demonstrationfa
cilities

n.d. Medicare; 
Twenty-six (26) 
of the hospices 
received special 
Medicare 
demonstration 
waivers allowing 
payment for 
normally non-
covered services 
(home care 
hospices: 14 
demonstration, 6 
non-
demonstration 
facilities; 
hospital based 
hospices: 11 
demonstration, 8 
non-
demonstrationfa
cilities)

- small volunteer-
dominated 
community 
programs caring 
for a handful of 
patients to large 
institutions and 
agencies with 
major 
commitments to 
hospice care; 

not scheduled hospices with beds (hospital based, HB) and those 
without beds (home care, HC); hospice model 
treats the patient and family caregiver(s) as a unit

 bereavement interview was 
conducted with the PCP 90-
120 days after patient's death

conducted to assess 
PCP outcomes and to 
summarize records of 
utilization of hospital, 
physician, and home 
health services that the 
PCP had maintained 
while the patient was 
alive. In addition to the 
patient interviews, at 
each contact the PCP 
provided data on his 
own condition and 
attitudes, presented a 
record of all health 
services utilized by the 
patient, and reported 
on the patient’s 
condition.

"conventional care" = 
all health care received 
by terminal cancer 
patients not enrolled in 
hospice. “Access 
points” were located 
and used to identify 
terminal cancer 
patients not receiving 
hospice care. The NHS 
selected conventional 
care (CC) settings 
representing, in the 
opinion of 
knowledgeable area 
physicians. “good” 
oncological care. 
Fourteen such access 
points ultimately 
participated in referring 
patients who. although 
identified in an 
outpatient setting, may 
have used a different 
inpatient service and 
vice versa.

US hospices? impact in 4 areas: 
• pattern of care: % of patients receiving 
medical and social service interventions in the 
last weeks of life (data obtained from PCP and 
Medicare/reimbursement records whenever 
feasible): Intensive medical services (= Radiation 
therapy, surgery, chemo or hormonal therapy, 
thoracentesis), Diagnostic tests
(=Blood tests, X-rays, or scans), Oxygen or 
respiratory therapy, Social services at last week of 
life (=Counseling, financial or legal assistance, 
paperwork, service referrals, training in patient self-
care)
• patient outcomes: overall and social QoL* (QL-
Index), pain and symptoms* (McGill questionnaire; 
California pain assessment profile), satisfaction with 
care (medical interview satisfaction scale); * = 
assessed by primary care person. More details on 
QoL see Morris et al 1986a, more details on 
pain see Morris et al 19986b.
• family outcomes (PCP): perceived axiety while 
the patient was alive (EITS Manual for the Profile of 
Mood States); emotional distress following patients 
death (Manual for the Grief Experience Inventory); 
morbidity during the bereavement period
• utilization data (obtained from the PCP and 
checked with Medicare and other reimbursement 
records whenever feasible)
• total costs (only direct health care costs; 

Hospice inpatient and 
home care unit cost 
coefficients were 
developed using 1982 
cost report data 
compiled either by 
HCFA or evaluation staff 
accountants. Cost 
reports separately 
allocated all pertinent 
agency costs to a 
hospice cost center. All 
inpatient costs were 
nationally adjusted 
based on Medicare 
hospital reporting data; 
hospice home care 
costs were not nationally 
adjusted since national 
standards did not exist. 
(See Birnbaum and 
Kidder [46] for a 
description of the 
approach to calculating 
the cost of utilization 
episodes.) 

QoL similar in hospice and CC systems with the exception 
of pain and symptom control, which may be better in the 
inpatient hospice setting (HB). Hospice patients are less 
likely to receive diagnostic tests, X-rays, and
aggressive anti-tumor therapy in the terminal period, and 
they are more likely to receive social service support than 
CC patients.
• pattern of care: 
• patient outcomes: overall QoL: similiar, social quality 
of life: Hours of direct care provided to the patient sig. 
higher for HC patients than HB or CC patients (p=n.a.), 
hours of social visiting (=other than PCP) 3 weeks 
prior to death: HC sign. higher than CC, difference 
between HC and HB n.s.; pain and other symptoms: for 
pain see Morris et al. 1986, other symptoms (nausea, 
dry mouth, constipation, dizziness, feverishness, 
dyspnea): 3 weeks before death: HB fewer symptoms than 
HC or CC, 1 week prior to death: same but stat. sign. in 
the HB-CC comparison, only. for details on pain see 
Morris et al. 1986b
• satisfaction with care: No sig. differences, "uniformly 
high in all settings"    
• Costs: Total cost per study day: substantially lower in 
HC than in HB or CC ($101 (SE=9.1) vs. $146 (SE=10.0) 
vs. §149 (SE=11.7) p=n.d.); These differences were related 
to utilization patterns; Inpatient and physician costs per 
study day: sign. higher in CC than in either HC or HB 
settings. more details see Birnbaum et al. 1984 
• aggressivenes of care: see Mor and Masterson-Allen, 
Cancer 1990

Families appeared to tolerate the stress of 
terminal illness and bereavement better than 
expected. Consistent with their greater burden, HC 
PCPs reported more emotional distress than HB 
PCPs during bereavement but were not more likely 
to report secondary morbidity.  
• satisfaction with care: HB PCPs higher 
satisfaction with the patient’s care than CC PCPs 
(before and after death of patient);  PCPs in both 
types of hospices satisfied with where the patients 
died (despite marked differences in places) 
however, both hospice PCP groups were more 
satisfied with where the patient died than were CC 
PCPs. HC PCPs were significantly more likely 
than HB and CC PCPs to report that the patient 
had been able to remain at home as long as 
he/she wanted.  
• perceived caretaking burden: small sign. 
difference (HC PCP perceiving higher burden than 
HB / CC)
• modified mood state scale (measuring 
anxiety and depression): no sign. differences 
among the three PCP groups; 
• increased absenteeism from work: 4% overall, 
differences n.s.; regret concerning the medical 
tratment the patient received: 11% overall, n.s. 
differences
• morbidity during the bereavement period: 
hospitalized during 90-120d after patient's death: 
HC vs. HB vs. CC = 6% vs. 6% vs. 5%, physician 
visits during 90-120d after patient's death (scale 0 
to 4+): HC vs. HB vs. CC = 1.35 vs. 1.25 vs. 0.95

• thoughts on generaliizability: conducted 
within closed-system managed care settings; 
as a result, it may be less generalizable to 
all healthcare settings, and the relative cost 
savings may not be realized across other 
settings; the sample is only patients with a 
primary care person, i.e. patients living alone 
(a proxy for no PCP) are not included in the 
analysis
•  high levels of satisfaction with care in 
all three settings: may reflect self-selection, 
but could also be the result of the extremely 
high level of informal support which is 
mobilized in the presence of terminal illness 
and which may leave little room for 
incremental improvement from professional 
sources; small but significantly higher level of 
satisfaction reported by HB family members 
may be a reflection of their reduced sense of 
burden.
• costs: HC model is less costly than HB or 
CC largely because HC substitutes home 
care for inpatient care, relying on family 
members to provide up to 12 hours a day of 
direct care. HB hospice appears to be less 
costly than CC for patients during the last 
month of life, but longer stays rapidly erode 
these economies. The economies 
attributable to hospice progressively 
decrease with increasing length of stay. 
Since most patients die in hospice, length of 
stay depends on how early in the course of 
their disease patients elect hospice. 

[Begleitstudi
en von 
Greer: s. 
unter 
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Results for each outcome Results for outcomes related to 
informal CG

Comments

Author, 
Journal, 
Year

Title Type of 
study / 
Design

Aim of study Inclusion 
criteria

Centre 
(single - 
multicent
ric)

Coun-
try

Level of 
Evidenc
e =LoE 
(SIGN) / 
Justific
ation 

Number of 
patients / 
Dropouts 
(DO) / 
Dropouts 
through 
death (DO†)

Female / 
Male (n/n)

Age (mean, 
SD)

% of 
patients 
with cancer

1. Diagnosis 
2. 
stage/grade 
3. phase of 
illness

Perform-
ance status 
(ECOG, …)

Patients' needs 
(psychosocial, 
spiritual, etc…)

Others Number of 
CG / Drop 
outs

Female / 
Male (n/n)

Age (mean, 
SD)

CGs'needs 
(psychosoci
al, spiritual, 
etc…

Others Who 
assesses

When How (tool) Categories Process of 
categorisati
on (needs > 
complexity)

Setting Health care 
providers: Total, 
n/profession or 
qualification

Number of 
places/ 
beds

Equipment 
(incl. drugs, 
EDV, setting/ 
room/ 
housing) 

Referral 
criteria / 
allocation of 
place

Description of intervention Description of 
bereavement 
intervention

Description of 
control 
intervention

Discharge 
criteria

Others Primary outcomes (1.O) - Secondary 
outcomes (2.O) / 
Measure (tool, when, how long)

Costs

Intervention Control Who 
(source)

How much Who How Schedule/Frequency Content (clinical/non-clinical) Schedule/Frequency Content Who How Who How

SPEZIALISIERTE AMBULANTE PALLIATIVVERSORGUNG (Fortsetzung)

Harding, J 
Pain Sympt 
Manag 2004 
[208]

Evaluation of a 
Short-Term 
Group 
Intervention for 
Informal 
Carers of 
Patients 
Attedning a 
Home 
Palliative Care 
Service

Controlled before-
after-study

to measure uptake of 
the group, to discover 
which carers access to 
the model, to determine 
processes of the group, 
to measure carers 
outcome

adult informal unpaid 
carers of patients 
atteding two palliative 
care services, fluency 
of spoken English, 
staff prognostication 
that the patient would 
be alive for a 
minimum of 3 wks

two centers GB 2+ n.r. n.r. 65 (16.3) n.r. 1. cancer 63, 
HIV 4, motor 
neuron disease 
2, Bechet´s 
disease 1, 
congestive heart 
failure 1, Liegh´s 
syndrome 1, 
Parkinsonßs 1

n.r. n.r. n.r. 170 CG, 40 
agreed to 
participate in the 
intervention, 4 no 
data collection = 
36 as 
intervention and 
37 as control 
group = 73 (not 
balanced for 
employment, 
ECOG-PS)

50 / 23 59.2 (13.3) psychological 
support, anxiety 
reduction, 
information 
giving, short 
term coping:

relation to 
patient 
(wife/partner 24, 
husband/partner 
21, daughter 10, 
parent 8, son 3, 
friend 2, ex-
partner 1, sibling 
1 other family 2), 
daily hours 
(mean 15.4, 
median 17 hrs) 
and months of 
caring (mean 
27.3 madian 17 
months), 
employment (17 
paid employed, 
56 not), race

research staff baseline (t1), 
post-intervention 
(=t2 about 8 wks 
from t1) and 
follow-up (=t3 
about 5 months 
from t1)

Palliative Outcome 
Scale (POS), ECOG-
PS, Zarit Burden 
Inventory (ZBI), 
Coping Response 
Inventory (CRI), 
General Health 
Questionnaire-12 
(GHQ-12), State 
Anxiety Scale (SAI) - 
short version, 

? ? 90 minutes 
group meeting, 
weekly for 6 
times

usual care Group meeting 24h home access to 
specialist nursing, 
advice, and support

max. 12 per 
group

n.r. NHS n.r. n.r. n.r. n.r. 6 times, weekly: 15 min: opening, catch 
up oof the week; 30-40 min. speaker 
presenting a topic, 35-45 min: expanding 
of the topic, group discussion, preparation 
of next week; 15 min: closure and 
goodbyes

welfare benefits advice, occupational and physical 
therapy, clinical nurse specialist, aromatherapy

n.r. n.r. usual care of palliative 
home care service

facilitator n.r. not applicable n.r. n.r. Carers beiing in employment was sigjnificantly 
associated with worsening patient psychological 
scores. A significant association was identified for 
increasing daily hours of caring and burden 
increase. The significant effect for daily hours of 
caring was also found for worsening role strain. A 
significant association was found for increasing 
months of caring and improving role strain. Greater 
age was associated with a reduction in overall 
burden, increasing state anxiety and problem-
focused coping response. 

n.r. not clearly mentioned no clear data regarding to differences 
between intervention and control in time 
course

Harding, J 
Palliat Care 
2002 [209]

A Multi-
Professional 
Short-Term 
Group 
Intervention for 
Informal 
Caregivers of 
Patients Using 
a Home 
Palliative Care 
Service

prospective 
observational 
study combining 
quantitative and 
qualitative 
methods, no 
control

to present the 
developement, content 
and delivery of a short-
term multidisciplinary 
information and support 
group for carers of 
patients assessing 
home palliative care; to 
identify the most 
appropriate evaluation 
method

adult informal carers 
of patients atteding 
two palliative care 
services

two centers GB 2 n.r. n.r. n.r. n.r. n.r. n.r. n.r. n.r. 160 addressed, 
40 participated, 
21 included in t

n.r. n.r. n.r. to meet people 
with similar 
problems, to 
reduce feelings 
fo isolation, to 
share troubles, 
ideas and 
advices

research team t1, t2, t3 semistructured 
interview

n.r. n.r. 90 minutes 
group meeting, 
weekly for 6 
times

not applicable Group meeting n.r. max. 12 per 
group

n.r. NHS and Kings 
College

n.r. n.r. n.r. n.r. 6 times, weekly: 15 min: opening, catch 
up oof the week; 30-40 min. speaker 
presenting a topic, 35-45 min: expanding 
of the topic, group discussion, preparation 
of next week; 15 min: closure and 
goodbyes

n.r. n.r. not applicable n.r. reported benefits: (1) reasons for attending (see 
above), (2) format (90 good length, no of session 6 
o.k., size of group max. 12), (3) group participation 
(friendly atmosphere, (4) content and information 
gained (valued weekly topic), (5) reported benefits 
(meeting other carers, (6) heterogeneity of members 
(was seen as a difficulty, e.g. different diseases, 
late and earlier stage), (7) facilitatrors´perspective: 
focus on themselves (carers) was possible, light 
guidance, difficulties were to stop discussions and 
to find a balance in answering questions between 
general and specific answers

n.r. not applicable qualitative analysis

Jordhoy, 
Lancet 2000 
[210]

A palliative-
care 
intervention 
and death at 
home: a 
cluster 
randomised 
trial

RCT (cluster 
randomization)

to enable patients to 
spend more time at 
home and die there if 
they prefer

patients with (a) 
uncurable malignant 
disease, (b) aged 
18+, (c) life 
expectancy of 2-9 
months

single center Norway 1+ 434 / 395: 16 
withdrew (6 vs. 
10)

204 /230 median 69 (SD 
n.r.)

100% 1. GI-Tract 181; 
Lung 52; breast / 
female genitals 
67; prostate / 
male genitals 
41; kidney / 
vesica  / urether 
29; lymphoma 
13; skin 12; 
others 39; 
2.distant 
metastasis 343, 
regional / 
localized 
disease 91; 3. 
n.r.

KPS 90-100 = 
153; 60-80 = 
250; <=50 = 31

not addressed local, reginonal 
and distant 
disease, livling 
situation, 
working status, 
education

not addressed not addressed not addressed not addressed not addressed Patients at baseline 1. in- and outpatient 
service at the PCU, 
unless required 
elsewhere for 
medical reasons, 2. 
team of PCU served 
as link to the 
community, 3. 
predefined 
guidelines, 4. 
educations program 
for community 
professionals; 

n.r. n.r. program of 
palliative care 

standard care: 
family physician, 
home care 
nursing, nursing 
homes, 24h 
home-care 
service, night 
service is limited 
to short visits 
and telephone 
consultation, 

outpatients PCU 12 beds, 
outpatients clinic, 
consultant team in and 
out the hospital, 
including a palliative-care 
nurse, a social worker, a 
priest, a nutritionist, a 
part time 
physiotherapist, 3 full 
time physicians, with 
one in charge for the 
consultant service. The 
team worked daytime

12 n.r. Norwegian 
Cancer Society - 
Public health 
care

n.r. Palliative 
Medicine Unit 
(PMU) of the 
University 
Hospital of 
Trondheim;

n.r. n.r. The patients’ family physician and a 
community nurse were defined as the 
main professional caregivers. After trial 
entry, the patients were referred to the 
Palliative Medicine Unit and plans for the 
treatment or care were set up in a joint 
meeting of the patient, the informal 
caregiver or caregivers, the family 
physician, the community nurse, and a 
consultant nurse or physician from the 
unit. Thereafter follow-up consultations by 
the community staff were set up as 
routine. The Palliative Medicine Unit team 
coordinated care and was available for 
supervision and advice and to join visits at 
home. Hospital service was offered on 
request. Discharge from
the inpatient unit was planned jointly with 
the patients, the family, and the 
community service. Multidisciplinary staff 
meetings were arranged weekly. For 
referral and admission to nursing homes, 
conventional routines  were followed. The 
educational programme for community 
staff included bedside training and 6–12 h 
of lectures every 6 months. The lectures 
addressed the most frequent symptoms 
and difficulties in palliative care, and were 
repeated to cover all participating districts 
in the defined time frames.

n.r. standard hospital and 
community care, 
including services from 
general practitioners, 
home care nurses, and 
nursing homes 

n.r. n.r. place of death; time spend in institutions in the last 
months of life; median survival

n.r. death at home n=54 (25% - intervention) vs. n=26 (15% - 
control) p=0.02; nursing home death n=19 (9% - 
intervention) vs. n= 36 (21% - control) p<0.01); similar 
proportion of hospital death; nursing home admission in the 
last month of life n=28 (13% - intervention) vs. n=42 (24% - 
control) p<0.01; time spend in nursing home (proportion of 
days) mean 3.0 (intervention) vs. 7.4 (control) p<0.05) / in 
the last months 7.2 vw. 14.6; time spend in hospital 
(proportion of days) 32.2 vs. 29.8 / in the last months 45.5 
vs. 45.3; median surivival 99 days (intervention) (95% CI 79-
119) vs. 127 (control) (95% CI 88-166);

not applicable high percentage of patients dying in 
instututions and not at home.
Criteria for integration of patients in the study 
not well defined.
Number of patients in both study arms 
unequal.

Jordhoy, J 
Clin Oncol 
2001 [211]
(main study2) 
[209]

Quality of life 
in palliative 
cancer care': 
results from a 
cluster 
randomized 
trial

RCT (cluster 
randomization)

to improve HRQOL 
especially pain control, 
physical and emotional 
functioning and 
psychological distress

patients with (a) 
uncurable malignant 
disease, (b) aged 
18+, (c) life 
expectancy of 2-9 
months

single center Norway 1+ 434 (Baseline) / 
16 / 395   

204 /230 median 69 (SD 
n.r.)

100% 1. GI-Tract 181; 
Lung 52; breast / 
female genitals 
67; prostate / 
male genitals 
41; kidney / 
vesica  / urether 
29; lymphoma 
13; skin 12; 
others 39; 
2.distant 
metastasis 343, 
regional / 
localized 
disease 91; 3. 
n.r.

KPS <= 70 170; 
KPS > 70 264

not addressed living situation, 
residence, 
education, wks 
from diagnosis 
to inclusion

n.r. n.r. n.r. n n.r. Patients monthly EORTC-QLQ-C30; 
IES; 5 social support 
items, 3 items of 
general well-beiing

n.r. n.r. program of 
palliative care 

standard care outpatients Palliative Medicine Unit 
(PMU) with inpatient unit 
- 18 nurses, 2 
physicians -, outpatient 
clinic and a 
multidisciplinary 
consultant team - 
palliaitve care nurse and 
physician - 

12 beds n.r. Norwegian 
Cancer Society - 
Public health 
care

n.r. Palliative 
Medicine Unit 
(PMU) of the 
University 
Hospital of 
Trondheim;

n.r. n.r. A predefined intervention program 
including detailed guidelines for the 
interaction between the PMU and the 
community was initiated by the opening of 
the trial. The patients’ general practitioner 
(GP) and a community nuse were defined 
as the main professional caregivers. 
When entering the program, the patients 
were referred to the PMU. Individual 
treatment plans were set up in a joint 
meeting of the patient, the informal 
caregiver, the GP, the community nurse, 
and a consultant nurse or physician from 
the PMU. Follow-up consultations by the 
GP and the community nurse were 
arranged according to the patients’ needs 
and predefined minimum 
standards.Hospital service was offered on 
request and always at the PMU, that is, 
unless otherwise required for medical 
reasons (eg, surgery). The PMU 
consultant team participated in the 
inpatient care, handled the PMU 
outpatient clinic, coordinated the follow-
up, and was available to the community 
staff for supervision and advice and to join 
visits in the patient’s home. An 
educational program for the community 
professionals
included bedside training and 6 to 12 
hours of lectures every 6 months.

n.r. n.r. GPs, home care 
nurse, nursing home, 
no inpatient treatment 
on PMU but on other 
wards, no 
multidisciplinary team, 
ad hoc outpatient 
consultation, mainly 
addressing physical 
needs, principal 
caregiver and hospital 
contacts seldom 
clearly defined, none 
care consultation, 
adhoc treatment plan, 
no joint meetings, 
home care and GP 
visits ad hoc, hospital 
admittance on request, 
hospital discharge ad 
hoc routines, no 
assistance with 
community service, no 
palliative care training 
for inpatient and 
community staff

n.r. n.r. n.r. n.r. n.r. QoL including:
- physical and emotional functioning, 
- pain, 
- psychologic distress 
assessed monthly by using the European 
Organization for Research and Treatment of Cancer 
Quality of Life Questionnaire-C30 (EORTC QLQ-
C30) questionnaire and Impact of Event scale (IES)

n.r. No significant differences on any of the quality-of-life scores 
were found. At later assessments and for scores that were 
made within 3 months before death, there was also no 
consistent tendency in favor of any treatment group on the 
main outcomes or other EORTC QLQ-C30 scales/items

not applicable no relevant difference in  QoL scores defined. 

Jordhoy et 
al. 2003 [212]

Which cancer 
patints die in 
nursing 
homes? 
Quality of life, 
medical and 
sociodemogra
phic 
characteristics

retrospective 
cohort study

to define characteristics 
associated with death 
in nsursing homes

patients with (a) 
uncurable malignant 
disease, (b) aged 
18+, (c) life 
expectancy of 2-9 
months

single center Norway 2- 395 (death of 
434 in the 
primary study)

184 / 211  n.r. 100% GI-Tract = 168, 
Lung = 48, 
Breast and 
female genitals 
= 57, Prostate 
and male 
genitals 36, 
others 86

KPS <= 70 = 
161; > 70 = 234

not addressed living situation, 
education, 
metastases, no 
patients with 
living in the 
nursing home at 
study entry

not addressed not addressed not addressed not addressed not addressed not applicable not applicable not applicable n.r. n.r. program of 
palliative care by 
PCI in close co-
operation with 
the comunity 
service 
(intervention)

PCU, University Hospital 
of Trondheim, GP, home 
care nursing, nursing 
homes

nursing home 
placement is 
decided in the 
nursing office, 
responsible for  
home care and 
nursing home 
servive

n.r. based on the overall 
evaluation of the 
patient´s medical 
and social situation

nursing home placement is normally used 
when frequent or continuous attention is 
needed while spezialized hospital care is 
not required

n.r. n.r. n.r. characteristics associated with death in nursing 
home

n.r. patients dying in nursing home (compared to hospital or 
home) were older (median 77 yrs vs. 69 and 65), often living 
alone (58% vs. 30 and 20), and female (66% vs. 44 and 
41), poor KPS = <=70 (73% vs. 39 and 26); in-patient care 
57% all and 88% of last months for those dying in nursing 
homes vs. 42% and 60% (death in hospital) and 14% and 
17% (for home death), median survival 129 days (nursing 
home death), 75 days (hospital death) and 111 (home 
death) p=0.66 (log rank); factors in multivariate analysis for 
outcome death in nursing home: age (OR 1.88 per 10 yrs), 
KPS >=70 (OR 0.33), conventional care (OR 2,73), living 
with spouse (OR 0.43); results of HRQOL: no baseline 
differences, but poorer results in all functional scale and in 
symptomse scale (fatigue, nausea&vomitin and appetite 
loss).

not applicable

Ringdal et al. 
2002 [213]

Family 
satisfaction 
with End-of-
Life Care for 
Cancer 
Patients in a 
Cluster 
Ranomized 
Trial

retrospective 
comparision 
between two 
groups of family 
members of an 
RCT

difference of close 
family member´s 
satisfaction with care 
between the 
intervention and control 
arm of an RCT on 
Palliative Care

patients with (a) 
uncurable malignant 
disease, (b) aged 
18+, (c) life 
expectancy of 2-9 
months

single center Norway 2- 434 patients,426 
with family 
members, 312 
included, 183 
completed 
questionnaires 
one months after 
death

87 / 96 68 (median) 100% GI-Tract = 85 
Lung = 26 
Breast / female 
genitals 20 
Prostate 16 
others 36

n.r. n.r. education, time 
from inclusion to 
death, place of 
death

183 125 / 58 57.6 (median) 
intervention arm 
53.9 (median 
control arm)

not addressed relation to 
patient, children 
living at home, 
education, work

questionnaire 
filled in by the 
family members

one months after 
death

FAMCARE Scale n.r. n.r. satisfaction with care, response rate n.r. response rate: 49% intervention group, 36% 
control group; death at home 27% intervention 
group, 14% control group. In all but 2 of 20 items 
the intervention group had better results than the 
control group. Results were significant in 10 out of 
20 items (Table 3). The relationship to the 
deceased was signifikant related to satisfaction 
with care, as was the sex of the deceased (higher 
satisfaction in male than in female patients), if 
patients dyed at home, satisfaction of care was 
higher compared to death in nursing home or 
hospital (p=0.05)

Informal caregivers' (CG) characteristics at baseline Needs assessment Needs complexity Intervention characteristics (structure and process quality criteria) Outcomes 

Overall description Funding Organisation / 
Management related to 
structures

Coodination of intervention Integration of oncological 
and palliative structures

Study characteristics Patients' characteristics at baseline



Ringdal et al. 
PSC 2007 
[214]

Does social 
support from 
family and 
friends work 
as a buffer 
against 
reactions to 
stressful life 
events such 
as terminal 
cancer

secondary data 
analysis of a 
cluster 
randomized trial

to axamine the 
relationship between 
social support and 
emtional functioning 
and stress reaction

patients with (a) 
uncurable malignant 
disease, (b) aged 
18+, (c) life 
expectancy of 2-9 
months

single center Norway 2+ 434 / 198 204 / 230 median 69 (SD 
n.r.)

100% 1. GI-Tract: 181; 
Lung 52; Breast 
/ femal genitals 
67; Prostate 41; 
Urological 29; 
others 64; 2. 
n.r.; 3. n.r.

KPS 40-60 86; 
70 84; 80 111; 
90 107; 100 46

not addressed Eduction n.r. n.r. n.r. n.r. n.r. Patients baseline in the 
hospital, than via 
mail, reminder 2 
wks later

social support 
questions, emotional 
functioning subscale 
of the EORTC-QLQ-
C30; subjective 
stress by the Impact 
of Event Scale (IES) 
subscale intrusion 
and subscale 
avoidance

n.r. n.r. program of 
palliative care 

standard care outpatients Palliative Medicine Unit 
(PMU) with inpatient 
unit, outpatient clinic and 
a multidisciplinary 
consultant team in close 
collaboration with the 
community health care 
service. 

12 beds n.r. Norwegian 
Cancer Society

n.r. Palliative 
Medicine Unit 
(PMU) of the 
University 
Hospital of 
Trondheim;

n.r. n.r. follow up consultations by the community 
professionals as a routine, PMU and was 
available for supervision, advice and to join 
in home visits, hospital service was 
offered on request, the family was 
encouraged to participate in all 
consultations. 

Indentification of familty doctor and community 
nurse as the principal professionals, treatment plan 
estbalished with patients and relatives, PMU and 
community professionals. PMU consultant team 
coordinated the care, and the discharge from the 
inpatients unit was planned jointly with the 
pateints, family and community service.

n.r. n.r. standard hospital and 
community care, 
including services from 
general practitioners, 
home care nurses, and 
nursing homes 

follow up 
consultations by 
the community 
professionals as 
a routine, PMU 
and was 
available for 
supervision, 
advice and to 
join in home 
visits, hospital 
service was 
offered on 
request

n.r. n.r. n.r. n.r. 1st pts who report a high degree of social support 
will experience fewer stress reactions and better 
emotional functioning than pts with a low degree of 
social support at baseline 2nd at 2 months follow up

n.r. pts with high social support report better emotional 
functioning and less serious stress reactions than pts with 
less social support

n.a. secondary data analysis, not preplaned, 
effect of structured PC comparded to usual 
care not analysed

McCorkle et 
al, Cancer 
1989 [215]

A Randomized 
Clinical Trial of 
Home Nursing 
Care for Lung 
Cancer 
Patients

RCT, nonblinded to test the effects of 
three treatment 
regimens on the 
psychosocial well-being 
of patients with lung 
cancer

(1) patients registered 
in the Cancer 
Surveillance System 
program with lung 
cancer (squamous 
cell, 
adenocarcinoma, 
small cell, or giant 
cell), and classified 
as stage II lung 
cancer or higher; (2) 
resided in King 
County, Washington, 
USA; (3) met the 
Medicare criterion of 
being homebound; (4) 
capable of 
cooperating with the 
requirements of the 
study, informed 
consent 

multicentric 
(recruitment 
at 19 
hospitals 
and 1 
outpatient 
facility, data 
collection at 
patients` 
homes)

USA 1- (RCT 
with high 
risk of 
systematic 
bias, no 
blinding, no 
sample 
size 
calculation, 
no 
intention-to-
treat 
analysis)

900 eligible 
patients, 166 
patients included 
in final analysis; 
66% (n=111 
patients) died or 
withdrew from 
the study during 
study 
period/before 
completion of 5 
interviews; 78 
patients who 
completed 4 
interviews were 
used to 
complete the 
substantive 
analysis. The 
5th occasion 
data (5th 
interview) were 
not included 
because of the 
small sample 
size at that time. 

61/105 18-89 years 100% stage II lung 
cancer or higher 
(squamous cell, 
adenocarcinoma
, small cell, or 
giant cell)

research 
assistants

5 times at 6-
weeks intervals: 
2; 3,5; 5; 6,5 
and 8 months 
after diagnosis

(1) specialized
oncology home 
care program 
(OHC); (2) 
Standard home 
care program 
(SHC)  .  

office care (OC) 
program  

home care intervention groups: 
nurses with
master’s degrees trained 
to give personalized care 
to persons
with advanced cancer 
and to their families; 
registered
nurses, physical 
therapists, home health 
aides,
medical social work, 
occupational therapist, 
and a speech
pathologist. Control 
group: patients` 
physicians

? ? ? ? 2 intervention groups over a period of 6 
months: (1) specialized
oncology home care program (OHC) 
delivered by nurses with
master’s degrees trained to give 
personalized care to persons
with advanced cancer and to their 
families. (2) Standard home care program 
(SHC)  provided by an interdisciplinary
team of health professionals (registered
nurses, physical therapists, home health 
aides,
medical social work, occupational 
therapist, and a speech
pathologist).  

standard home care 
provided by the 
patient’s physicians 
(traditional treatment, 
office care group (OC))

Each patient 
was interviewed 
on 5 occasions 
over a 6-months-
period; first 
occasion after a 
preliminary 
consent 
interview (within 
8-10 weeks after 
initial diagnosis 
of lung cancer); 
remaining 4 
interviews 
occurred at 6-
week-intervals. 

• Pain (McGill-Melzack Pain Questionnaire)
• Mood disturbance 8 Profile of Mood States, 
POMS)
• Concerns (Inventory of Current Concerns, ICC)
• Symptom distress (Symptom Distress Scale)
• Functional status (Enforced social dependency 
Scale)
• Health perception (General Health Rating Index)
• number of hospitalization, length of hospital stay

ns Pain, concerns, mood, number of hospitalization, 
length of hospital stay: not significant  
Symptom Distress: significant difference (p=0.03, F=5,01) 
between the time profiles of the two home care nursing 
groups and the office care group. All groups experienced 
increased symptom distress over time, but the OC group 
(control group) experienced elevated symptom distress a 
full occasion sooner (6 Weeks sooner) than  the 
intervention groups. Functional status: All groups 
experinced increased dependency at occassion 4, but 
patients receiving home care remained independent for a 
longer period of time than the Office Care group (p=0.02, 
F=5,72). Health perception: OC group reported rather 
steadily reported Health Perceptions over time, whereas 
the two treatment groups reported worse Health 
Perceptions (P=0.05, F=4,06).

Results suggest that home nursing care may 
help lung cancer patients to deal with 
distress from symtoms and maintain their 
independency longer in comparision to no 
home care. However, patients receiving home 
care may rather acknowledge the reality of 
their situation. Despite its limitations, this 
study published in 1989 seems important 
and demonstrates that new, rather simple 
home care models may maintain quality of 
lifefor a longer time period in severly ill 
patients with respect to some relevant 
outcomes. 

McCorkle et 
al, Nursing 
Research 
1998 [216]

The effects of 
home nursing 
care for 
patients during 
terminal 
illness on the 
bereaved`s 
psychologicsl 
distress

secondary  
analasis of data 
from the RCT 
(main study, 
described above)

To determine whether 
specialised oncology 
home care services 
provided to terminally ill 
patients positively 
influences bereavement 
psychological distress 

Spouses of the 
patients included in 
the main study 
(patients criteria 
described above)

,, ,, ,, Of the 100 
persons 
enrolled, 91 
completed the 
baseline 
interview 
(=constituting 
the final spouse 
sample). Of the 
91 persons, 34 
were not 
included in the 
final analysis 
because the 
patient remained 
alive at the 
completion of 
data collection, 
were lost to 
follow up, or 
refused to 
participate. In 
addition, data 
were incomplete 
for 11 persons. 
Therfore, the 
final analysis 
included only 46 
persons. 

predominantly 
female

mean age 58 
years

,, spouses were 
interviewed at 
the same times 
as the patients 
while the 
patients 
remaned alive (5 
times at 6weeks 
intervals; see 
above). If a 
patient died, 
spouses were 
then interviewed 
at 6 weeks and 
at 6 months after 
the patient`s 
death. 

spousal 
psychological 
distress was 
measured using the 
Brief Symptom 
Inventory (BSI)

,, ,, ,, ,, ,, ,, Significant mean group differences on the 
subscales of depression (F/2,43)=4.67, p=0.015) 
and paranoid ideation (F(2,43)=3.66;p=0.034) after 
the patients` death. On all measures, the distress 
levels of the bereaved spouses in the OHC group 
were on average lower than the other towo groups. 
Statistically  significant (P<0.05) differences 
between the OHC group and the OC group at 
these points of time: 6 weeks on depression and 
psychoticism; 6 months on hostility, paranoid 
ideation, and psychoticism; and 13 months on 
hostiliuty, paranoid ideation and GSI. However, 
there were no significant differences between any 
of the groups at 25 months.  

The data suggest that the bereavement 
course among survivors can be positively 
influenced based on the model of nursing 
care provided during the patients` terminal 
phase of illness. Oncology home care may 
reduce the overall level of distress among 
patients` spouses compared to office care or 
standard home care. However, the study has 
relevant limitations e.g. the small sample 
size, no intention-to-treat analysis and the 
data should be interpreted with caution.  

Results for each outcome Results for outcomes related to 
informal CG

Comments

Author, 
Journal, 
Year

Title Type of 
study / 
Design

Aim of study Inclusion 
criteria

Centre 
(single - 
multicent
ric)

Coun-
try

Level of 
Evidenc
e =LoE 
(SIGN) / 
Justific
ation 

Number of 
patients / 
Dropouts 
(DO) / 
Dropouts 
through 
death (DO†)

Female / 
Male (n/n)

Age (mean, 
SD)

% of 
patients 
with cancer

1. Diagnosis 
2. 
stage/grade 
3. phase of 
illness

Perform-
ance status 
(ECOG, …)

Patients' needs 
(psychosocial, 
spiritual, etc…)

Others Number of 
CG / Drop 
outs

Female / 
Male (n/n)

Age (mean, 
SD)

CGs'needs 
(psychosoci
al, spiritual, 
etc…

Others Who 
assesses

When How (tool) Categories Process of 
categorisati
on (needs > 
complexity)

Setting Health care 
providers: Total, 
n/profession or 
qualification

Number of 
places/ 
beds

Equipment 
(incl. drugs, 
EDV, setting/ 
room/ 
housing) 

Referral 
criteria / 
allocation of 
place

Description of intervention Description of 
bereavement 
intervention

Description of 
control 
intervention

Discharge 
criteria

Others Primary outcomes (1.O) - Secondary 
outcomes (2.O) / 
Measure (tool, when, how long)

Costs

Intervention Control Who 
(source)

How much Who How Schedule/Frequency Content (clinical/non-clinical) Schedule/Frequency Content Who How Who How

SPEZIALISIERTE AMBULANTE PALLIATIVVERSORGUNG (Fortsetzung)

McKegney, 
Gen Hosp 
Psychiatry 
1981 [217]

Prediction and 
Management 
of Pain in 
Patients with 
Advanced 
Cancer

CCT The major hypothesis of 
the study was that 
visits in the home by 
trained oncology nurse 
practitioners would 
result in improved 
quality of life for an 
experimental group of 
patients, compared with 
a carefully matched 
control group of 
patients who did not 
receive such home 
visits but whose care 
was otherwise the 
same as that of the 
experimental group. 
Multiple psychosocial 
and biological variables 
were also studied, as 
they might identify 
those patients with 
predictably greater 
difficulties in pain 
management over their 
last months of life.

terminal cancer; 
mental competente; a 
minimum age of 16 
years; a signed 
informed consent; 
and an expected 
survival of greater 
than three months 
but less than one 
year as judged by an 
experienced 
oncologist

multicetric? 
(multiple 
health 
providers, 
home 
patients, but 
one site 
coordinated 
study/interve
ntion) 

USA, 
Vermont

1- (no 
randomizat
ion, high 
risk of 
bias)

n=199 patients 
(intervention 
group n=98, 
control group 
n=101) included, 
thereof n=139 
had died during 
the study and 
thereof 38 
intensive and 45 
non-intensive 
patients had a 
sufficient number 
of pain ratings 
(=were 
analyzed)*

IG: n=21/19, 
CG: 27/16

IG mean (SD): 
58.7 (1.7); CG: 
56.1 (2.2)

100% 1. types of 
cancer n 
patients 
included: IG: 
lung=20, 
breast=6, GI=8, 
other=6; CG: 
lung=14, 
breast=6, GI=9, 
other=14; 
2. n.d., "varying 
stages of their 
illness"; 
3. terminal 
cancer patients 
(expected 
survival of 
greater than 
three months but 
less than one 
year as judged 
by an 
experienced 
oncologist)

s. Yates et al. 
1977

• pain: not reported 
for initial 
assessment; 
• CMI: 23/55 patients 
had initially a mild to 
severe emotional 
disturbance ("high 
CMI" group).
• Rotter Lotus of 
Control (I-E) Scale: 
34/55 initially gave 4 
or more “external” 
responses on the 8-
item I-E scale ("high I-
E" group), and 21 
patients gave 0-3 
external responses 
("low I-E" group)

* no data on 
drop out but 
improtant hint: 
Of the 139 
patients who 
died during the 
study, 38 
intensive and 45 
non-intensive 
patients had a 
sufficient number 
of pain ratings 
(three or more) 
to compare the 
effectiveness of 
pain 
management 
over time in the 
two groups.

- trained 
independent 
raters (non 
medical 
observers); 
nurse in pain 
assessment?

same frequency 
as the nurses’ 
visits (beweekly 
in patients with 
an expected 
survival of less 
than three 
months and 
monthly in those 
expected to live 
longer)

structured interviews 
in the patients’ 
homes, done at the 
same frequency as 
the nurses’ visits:
• “Pain Estimate” 
score by Sternbach 
(0-100 self-report of 
pain)
• modified Rotter 
Lotus of Control (1-
E) scale (internal-
external expectation 
of control) 
• Cornell Medical 
Index (CMI) M-R 
scales 
(psychological 
symptoms) 
• initial research 
data base (IRDB) 
(medical, nutritional, 
physical, 
psychosocial, and 
religious status)
• Karnofsky 
Performance Status 
(KPS)

• Comell Medical 
Index (CMI): 
“High CMI” = 6 
or more “yes” 
responses on 
the M-R section 
of the CMI, 
indicating a mild 
to severe 
emotional 
disturbance vs. 
"low CMI"= 0-5 
yes responses 
• Rotter Locus of 
Control (I-E) 
Scale: "high I-
E"= ≥4 'external' 
responses on 
the 8-item I-E 
scale; "low I-E"= 
0-3 'external' 
responses on 
the 8-item I-E 
scale

• CMI: “cut 
score” of  6, 
slightly above 
the customary 4 
or 5, was 
chosen in order 
to increase the 
accuracy of 
positive 
prediction; 
• Rotter Lotus of 
Control (1-E) 
scale: n.d.

standardized 
home visits by a 
nurse 
practitioner 
acting as an 
extension of a 
multidisciplinary 
team; 
multidisciplinary 
care at the 
MCHV andlor 
from their private 
physicians

multidisciplinary 
care at the 
MCHV andlor 
from their private 
physicians 
without home 
visits

home care, rural 
setting

nurse was chosen as the 
interface between the 
multidisciplinary team 
and patients receiving 
palliative therapy, since 
normal activities for 
nurses encompass 
many of the skills carried 
out by individual team 
members. Nurse 
practitioners with 
extensive experience in 
care of the patients with 
advance cancer; Regular 
participants in the 
multidisciplinary team 
consisted of medical and 
radiation oncologists, 
psychiatists, social 
workers, physical 
therapists, nutritionists, 
occupational therapists, 
enterostomal therapists, 
and clergymen.

NIMH Training 
Grant MH08057-
17 and NCI grant 
17868

- Vermont 
Regional Cancer 
Center (VRCC) 
at the University 
of Vermont; 
major medical 
center, the 
Medical Center 
Hospital of 
Vermont 
(MCHV), 
responsible for 
most of the 
region’s cancer 
surgery, 
radiation 
therapy, and 
chemotherapy. 

All new patients 
seen by radiation 
therapy and medical 
oncology were 
eligible for 
accession to the 
study.

the visit rarely exceeded 30-45 minutes; 
Patients with an expected survival of less 
than three months were visited by nurses 
biweekly and those expected to live 
longer were visited monthly.

The home visit by the nurses was primarily focused 
on attending to the needs of the patient, and 
interactions with family members were incidental to 
that task. In addition to providing physical care, 
much of the nurse’s time was spent in talking with 
the patient about their illness and its implications. 
The nurse frequently mobilized family and other 
social resources to meet the patient’s needs and 
also coordinated with the patient’s local physician. 
These nurses thus served in the well-known public 
health, or visiting nurse, role, with the differente 
that the project nurse had the benefit of a 
multidisciplinary health care team back-up 
resource.

- patients received only 
multidisciplinary care 
at the MCHV and/or 
from their private 
physicians, without 
home visits by the 
nurse

Nurse 
practitioners with 
extensive 
experience in 
care of the 
patients with 
advance cancer; 
multidisciplinary 
health care team 
back-up 
resource

A “Protocol for 
Management of 
Pain” was 
developed by the 
team and used by 
the nurses as part 
of their wide range 
of physical 
treatments and 
psychosocial 
interventions. This 
protocol was based 
upon sound 
pharmacological 
principles, many of 
which are often
ignored (i.e. oral 
methadone is an 
effective and longer 
lasting analgesic 
than other 
narcotics, and was 
used extensively in 
this program); 

Medical Center 
Hospital of 
Vermont 
(MCHV), 
multidisciplinary 
team, local 
physicians

Medical Center 
Hospita1 of 
Vermont 
(MCHV), 
responsible for 
most of the 
region’s cancer 
surgery, 
radiation 
therapy, and 
chemotherapy; 
nurse was 
chosen as the 
interface 
between the 
multidisciplinary 
team and 
patients 
receiving 
palliative 
therapy. 

1.O: pain as a reflection of quality of life (“Pain 
Estimate” score described by Sternbach, a 0-100 
self-report of pain at the present time)
2.O: 
• expectation of control (modified Rotter Lotus of 
Control (1-E) scale)
• psychological symptoms  (Cornell Medical Index 
(CMI) M-R scales, a 51-item self-report measure)
• overall health status (Karnofsky Performance 
Status (KPS) scale)
• patient’s medical, nutritional, physical, 
psychosocial, and religious status

- means not reported for the single time-points; means are 
only presented in figure and the following information 
available in the text:
• pain control: with nearing death, mean pain scores in 
intervention (“Intensive”) group were significantly lower than 
in the control (“Non-intensive”) group in the last period (0-
30days before death); in the last 90 days before death 
mean pain scores in the non-intensive group of patients 
continued to rise until death, whereas the mean pain 
scores in the intensive group of patients plateaued; the two 
groups had essentially the same mean pain scores until 
the last 90 days before death;
• CMI: "High CMI" group (n=34) had higher mean pain 
scores than the "Low CMI" group (n=21) in the last 120 
days before death; this differente being statistically different 
in the last 60 days before death (P < 0.05)
• Rotter Locus of Control (I-E) Scale: High 1-E group had 
significantly higher mean pain scores than did the Low 1-E 
group in the 180-120-day and 120-60-day periods before 
death (P < 0.05). This differente persisted in the last 60 
days before death but was no longer statistically significant 
at the 0.05 level. Mean pain scores in the High and Low 1-
E groups not different in the 240-180-day period. 

- • potential bias: 1. incomplete data: 
problems in gathering complete initial data 
bases: the observer-scored IRDB, and the 
patient-completed Cornell Medical Index, 
Pain Estimate and Lotus of Control scales 
because of a) patient factors: serious 
physical illness and the presence of mild 
mental confusion, b) observer factors: 
discomfort with asking upsetting questions 
about patients’ disabilities and unhappiness, 
and a reluctance to impose yet another 
burden on patients with progressive illness; 
2. observer effect: Early in the study, it 
became apparent that home observers could 
not restrain themselves from offering help to 
patients and families when their needs 
became apparent in the process of data 
gathering. Although personnel changes were 
made later in the study, the human contact 
between the research observers and the 
patients in the home may have reduced 
differences in quality of life outcomes 
between the intensive and non-intensive 
groups (...) supported by the fact that the 
major difference between the two groups was 
in pain management, the one problem which 
the nurses could address, but which the 
nonmedical observers could not.
• first study examining the impact of 
standardized home intervention for pain 
problems in patients with cancer; 
demonstrated benefit by home intervention 
strongly supports the current “Hospice” home 
care nursing movement, at least in terms of 
pain management
• multidisciplinary team developed a Pain 
Management Protocol, available from the 
authors, with clear guidelines for appropriate 
and effective interventions in varying degrees 
of pain

Kassakian, 
Nurse 
Practicioner 
1979 [218]

The Cost and 
Quality of 
Dying: A 
Comparision of 
Home and 
Hospital

retrospective 
chart review 
(preliminary 
subanalysis of 
main CCT study)

assessing the financial 
aspects of health care 
in the last month of life 
for 71 patients (who 
participated in the 
CCRRS(="Cancer Care 
and rehabilitation in a 
Rural Setting" study) 
team project - this 
paper does not evaluate 
costs/benefits/risks of 
the intervention 
described by 
McKegney et al. but 
does compare four 
groups of patients who 
died and were included 
in this study; the aim of 
this subanalysis was to 
evaluate costs 
depending on the place 
of death of these 
patients, not for the 
intervention (home 
visiting nurses)!

over 16 years, 
histologically proven 
cancer and prognosis 
of less than one year

see above USA, 
Vermont

3 
(retrospecti
ve 
subanalysi
s of 
patients 
included in 
the CCT 
study 
repoted by 
McKengne
y et al.)

n=71 
(subsample of 
patients who 
died with 
information of 
their place of 
death)

28/43 * 100% * n.a. place of death: 
"home"/"home-
hospital" n=23, 
nursing home n=11, 
hospital n=37

aim of this 
subanalysis was 
to evaluate costs 
depending on 
the place of 
death of these 
patients, not for 
the intervention 
(home visiting 
nurses)! 
description of 
subsample of 
patients who 
died with 
information of 
their place of 
death, only; 
characteristics 
(age) are 
presented for 
time of death; all 
patients included 
were expected 
to die and were 
no longer 
receiving 
chemotherapy or 
raqdtiation 
therapy

• activity and 
disease status 
(Karnofsky 
Performance status 
scale); 
• psychosocial 
impact of dying 
assessed by 
questions which 
measure areas of 
concern on a five 
point scale 
(instruments not 
reported): "social 
activities"(0=none to 
4=full), "hobbies and 
crafts"(0=none to 
4=full),  "difficulty 
walking"(0=depende
nt to 
4=independent), 
bathroom activity 
(0=dependent to 4= 
independent), pain 
with activity 
(0=incapacitated to 
4=functional), "future 
planning" (0=very 
realistic to 4= very 
unrealistic)

• classifications 
made according 
to the place of 
death
• social acitiviies 
/ hobbies and 
crafts: "none" = 
0, "some"=1-4
• difficulty 
walking / 
bathroom 
activities: 
"dependent"=0, 
"independent"=1-
4
• pain with 
acitivity: 
"incapaciated=0, 
"some to 
none"=1-4
• future planning: 
"unrealistic"=0-
1, "realistic"=2-4

idem diem idem cancer rehabilitation 
team and oncology 
nurse practitioner

for evaluation of 
these activities, 
statistical and data 
manegement 
personnel are also 
inlcuded in the 
team sessions;  
written protocols 
prepared by 
oncology nurse 
practitioners and 
the medical 
oncologists provide 
structured laitude 
for the nurse p. in 
the management of 
pain, nauseas and 
vomiting, and the 
administration of 
intravenous 
chemotherapy in 
the home

Vermont regional 
cancer center; 

team sessions, 
including 
statistical and 
data 
manegement 
personnel;

no further information - no further information multidisciplinary 
team (see 
above)

weekly team 
conference; team 
nurse practitioners 
keep the local 
physicians well 
informed of the 
patients' status and 
collaborate with 
local physicians 
when confronted 
with complex 
medical problems; 
written protocols 
prepared by 
oncology nurse 
practitioners and 
the medical 
oncologists provide 
structured laitude 
for the nurse p. in 
the management of 
pain, nauseas and 
vomiting, and the 
administration of 
intravenous 
chemotherapy in 
the home

members of the 
"Cancer Care 
and rehabilitation 
in a Rural 
Setting 
(CCRRS)" study

weekly team 
conference; 
team nurse 
practitioners 
keep the local 
physicians well 
informed of the 
patients' status 
and collaborate 
with local 
physicians when 
confronted with 
complex medical 
problems; 
written protocols 
prepared by 
oncology nurse 
practitioners and 
the medical 
oncologists 
provide 
structured 
laitude for the 
nurse p. in the 
management of 
pain, nauseas 
and vomiting, 
and the 
administration of 
intravenous 
chemotherapy in 
the home

this paper does 
not evaluate 
costs/benefits/ri
sks of the 
intervention 
described by 
McKegney et al. 
but does 
compare four 
groups of 
patients who 
died and were 
included in this 
study; the aim of 
this subanalysis 
was to evaluate 
costs depending 
on the place of 
death of these 
patients, not for 
the intervention 
(home visiting 
nurses)!

• 1.O fincancial impact of dying (average cost per 
patient in each "place of dying" group for the last 
month of life)
• 2.O psychosocial impact of dying: assessed by 
questions which measure areas of concern on a five 
point scale (instruments not reported): "social 
activities"(0=none to 4=full), "hobbies and 
crafts"(0=none to 4=full),  "difficulty 
walking"(0=dependent to 4=independent), bathroom 
activity (0=dependent to 4= independent), pain with 
activity (0=incapacitated to 4=functional), "future 
planning" (0=very realistic to 4= very unrealistic)

cost factors examined 
were: visiting nurse visits 
(oncology nurse 
practicioner visits 
included in the 
category), home health 
aide visits, hospital 
days, home visits made 
by physicians, 
physicians office visits, 
hospital vistits made by 
physicians and nursing 
home costs

this paper does not evaluate costs/benefits/risks of the 
intervention described by McKegney et al. but does 
compare four groups of patients who died and were 
included in this study; the aim of this subanalysis was to 
evaluate costs depending on the place of death of these 
patients, not for the intervention (home visiting nurses)! In 
addition, presentation of results (numbers/means) is in 
figure / tables, only. As results do not relate to the 
intervention but another research question, only some 
relevant inforamtion (cost data, description of psychosocial 
impact of dying) data are extracted here:
• 1.O fincancial impact of dying (relative cost per patient 
in each "place of dying" group for the last month of life): 
home (n=15) $45013; hospital-home (n=7) $56100, 
"hospice (projected)" $104297, "nursing home" (n=11) 
$149636, "hospital" $189631
• 2.O: psychological impact of dying (% in the home / 
nursing home/ hospital group): social activities 
comparable between groups; hobbies/crafts pursued more 
by those at home than among institutionalized patients (% 
of patients answersing 1-4 respresenting "some"= 
38/10/25; difficulty walking - % "independent" (answers1-
4):  65/45/46; bathroom activity - % "independent" 
(answers 1-4): 65/45/46; pain with activity - % "some to 
none" (answers 1-4). 73/100/100; future planning - % 
realistic (ansers 0-1): 60/14/45, % unrealistic (2-4) 
40/38/36, unable to evaluate: 0/48/18.

• this paper does not evaluate 
costs/benefits/risks of the intervention 
described by McKegney et al. but does 
compare four groups of patients who died and 
were included in this study; the aim of this 
subanalysis was to evaluate costs depending 
on the place of death of these patients, not 
for the intervention (home visiting nurses)! 
• intransparent presentation of methods and 
especially data used for this subanalysis; 
also intransparent and sparse presentation of 
results (numbers/means in figure / tables, 
only) and especially of costs;
• due to sprase information given on data 
collection, risks of bias unclear / 
intransparent

Mulligan CA, 
University of 
Wales 1989 
[219]

An evaluation 
of a specialist 
home care 
service

CBA (doctor 
thesis)

The central aim of the 
present study is the 
evaluation of a 
specialist home care 
team for the terminally 
ill. The service aims to 
provide good terminal 
care in the manner 
described above as 
effective.

patients referred to 
St. Patricks 
Foundation (see 
referral criteria); 
Those living in two 
boroughs of Gwent 
were included. 
Among these 
patients, some were 
excluded from the 
study for a number of 
reasons:
a) if they were first 
seen by a Foundation 
nurse while they were 
in hospital;
b) if they were 
seriously confused 
and had no key 
relative;
c) if the patient was 
very near to death at 
the time of the 
referral;
d) if for any other 
reason it was 
considered 
inappropriate to ask 
families to complete 
questionnaires at the 
first visit.

single center UK 
(Wales, 
Gwent)

2+ 119 (63 patients 
in group A, 42 in 
group B, and 14 
in group C)

55/64 median(range) = 
65 (25-87)

98% 1. cancer sites: 
ca. 30% 
respiratory 
system cancer 
(lung/bronchus), 
ca. 16% Upper 
Digestive 
System, ca. 
14% Male & 
Female 
Reproductive 
System, ca. 
13% breast 
cancer, ca. 10% 
Lower Digestive 
System, ca. 5% 
Lympho-reticular 
disorders ….; 
non-cancer: n=1 
terminal 
respiratory 
disease, n= 
1other from 
longstanding 
poliomyelitis and 
diabetes;
2. n.d.; 
3. "terminally ill"

n.d. 5 nurses, 1 
researcher

study entry, 2-4 
weeks later, and 
then at 
approximately 2 
month intervals 
where possible

• pain: Site of pain ; 
intensity (10cm 
VAS)
• symptoms (13 
item checklist of 
principal symptoms)
• psychological 
distress patients 
(Scale B (Anxiety 
and Insomnia), C 
(Social Dysfunction) 
and item D5 from the 
GHQ-28; VAS for 
Depression)
• psychological 
distress relatives 
(Scale A (Somatic 
Symptoms), B 
(Anxiety and 
Insomnia), C (Social 
Dysfunction) and 
item D5 from the 
GHQ-28; VAS for 
Depression)
• Distress in 
Bereavement: 
General distress ; 
Resolution of grief 
(Expanded Texas 
Inventory of Grief 
(TIG)); 

Home Care 
service 
Foundation 
Group A:
Patients in this 
group are those 
referred to the 
Foundation from 
one borough in 
the catchment 
area which has 
received a 
service from the 
Foundation for 
some years.
Foundation 
Group B:
Patients in this 
group are those 
referred to the 
Foundation from 
a borough in the 
catchment area 
where the 
Foundation had 
only been 
offering a service 
for a few months 
at the onset of 
the study.

no specialist 
service for the 
terminally ill 
operating

home care, St. 
David's 
Foundation, 
registered 
charity, South 
Wales industrial 
valleys (Newport, 
Gwent)

nine nurses operated 
throughout the county of 
Gwent; no medical 
practitioner of its own, 
close conjunction with 
General Practitioners 
and District Nurses

funding from a 
variety of 
sources, 
including a 
substantial 
amount from 
local fundraising 
activity

team of nine 
nurses operated 
throughout the 
county of Gwent; 
a day centre 
was open for two 
days a week in 
Newport;

operates in 
close 
conjunction with 
General 
Practitioners and 
District Nurses

The referral criterion 
for people with 
cancer is that the 
presence of 
metastases must 
have been 
diagnosed. This 
criterion is waived in 
the case of people 
having primary 
tumours with 
particularly poor 
prognostic 
implications, for 
instance some lung 
and brain tumours. 
Referral criteria for 
other conditions are 
the loss of the 
swallowing reflex for 
neurological 
conditions, and the 
point when 
inevitable disease 
progression 
changes from 
chronic to acute for 
other conditions.

twenty four hour call service, so that a 
patient or relative can speak to a nurse at 
any time of day or night, and receive a 
visit if necessary; limited night nursing 
service is also available to give relatives 
involved in fulltime caring the possibility of 
a full night's sleep at least every few days; 

• Home Care Nurses provide advice with regard to 
pain and symptom control, and counselling and 
emotional support patients and their families; 
provides a service to people with a variety of 
potentially terminal conditions, although the vast 
majority are cancers; 
• volunteers who will sit with patients for relatives to 
go out, or who will take patients to the 
Foundation's day centre or to hospital 
appointments; 
• one of its aims: to enable more people to die at 
home rather than in hospital; 
• 
• 

All relatives are visited at 
least once after the death, 
and some many times. All 
are invited to attend coffee 
mornings a few months after 
bereavement 

support to families after 
bereavement, although 
this is often limited in 
practice due to 
pressure of work;  All 
are invited to attend 
coffee mornings a few 
months after 
bereavement at which 
most of the nursing 
team as well as several 
volunteers are present, 
and
many attend these. 
When people appear to 
have persisting 
difficulty in coping they 
are referred to Cruse, 
which has several 
counsellors in Gwent. 
However a problem 
commonly expressed 
by the home care 
nurses is that their 
workload is such that 
there is less time than 
they would like for 
bereavement support.

This group is drawn 
from a nearby area (in 
Mid Glamorgan) where 
there was no specialist 
service for the 
terminally ill operating. 
The General 
Practitioners involved 
in the project were 
asked to refer patients 
to the study who would 
meet the referral 
criteria for St. David's 
Foundation.

1.O: pain: Site of pain; intensity (10cm VAS), type 
(McGill Pain Questionnaire)
2.O symptoms (13 item checklist of principal 
symptoms commonly experienced by people with 
terminal illness; dichotomous response)
• psychological distress patients (Scale B 
(Anxiety and Insomnia), C (Social Dysfunction) and 
item D5 from the GHQ-28; VAS for Depression)
• psychological distress relatives (Scale A 
(Somatic Symptoms), B (Anxiety and Insomnia), C 
(Social Dysfunction) and item D5 from the GHQ-28; 
VAS for Depression)
• Distress in Bereavement: General distress 
(s.psychological distress relatives); Resolution of 
grief (Expanded Texas Inventory of Grief (TIG)); 

Pain: sign. more pain if patients referred 2 weeks or less 
before dying

Intervention characteristics (structure and process quality criteria) Outcomes 

Integration of oncological 
and palliative structures

Study characteristics Patients' characteristics at baseline Informal caregivers' (CG) characteristics at baseline Needs assessment Needs complexity 

Overall description Funding Organisation / 
Management related to 
structures

Coodination of intervention 



Ventafridda, 
Tumori 1985 
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The 
importance of 
a Home Care 
program for 
patients with 
advanced 
cancer

CCT To show the effect of a 
multimodal Home Care 
Service for patients in 
Milan and their families

Patients with far 
advanced cancer, 
who could no longer 
be treated in an out-
patient cancer clinic 
and received 
assistance at home

single center Italy 1- 30 pts with  
Home Care 
Service, 17 pts 
without , 2 
dropouts 
because of +

no demographic 
data

no demographic 
data

100% no data no data LASA Scale Home  Care 
Service Team

Family Support 
and Home Care 
Team in 
Milan(32 pts)

Family Support outpatients 
(ambulant)

no description not relevant not described no statement Volunteer Group 
Coordinator ?

Schedule/Frequency Home Care Sevice in 
Milan - no clear 
descriptioin

Home Care 
Service, 
Outpatient 
Clinic, Palliative 
Care Unit, Pain 
Ambulance

regular or on 
needs

• • Pain (Integrated Pain Score)
• Performance Status (Karnofsky)
• Quality of life (QLI Spitzer)
• Weakness, mood anxiety, side-effects (Linear 
Analogue Scale Assessment = LASA)

At week 0, 2 and 6

no results Integrated Pain Score decreased for both groups during the 
period running with statistically significant difference in favor 
of the Home Care group.
No difference in the Performance (Karnovsky Index) during 
the 6-weeks investigation period.
Quality of life (Spitzer Index) remained unchanged in the 
Home  Care group and deteriorated progressively in the 
Control group monitored by their  families with statistically 
significant difference (p<0.02) at the 6th week.
Feelings of weakness, anxiety, mood and magnitude 
of side effects (evaluated by Linear Analogue Scale 
Assessment LASA)  showed signs of improvement in the 
Home Care group with statistically significant differences in 
week 2 and 6. Anxiety and Mood in family members 
measured LASA showed better results in the Home Care 
groupresults for family.
Partially significant better results for the parameters pain, 
QoL, feelings of anxiety, weakness and side-effects 
measured over a 6-weeks period of 32 patients treatd by a 
Home Care Service  compared to 16 patients treated by the 
family without Home Care  Pain week 6: 12 vs 24 (p< 0.05); 
anxiety week 6: LASA: 5,7 vs 2,5  (p <0.01), weakness 
week 6: LASA 3,9 vs 1,4 (p<0.01), relatives anxiety (a) and 
mood (b) week 6:  LASA a: 3,5 vs 1,3 (p<0.05), LASA b: 
3,8 vs 1,3 (p<0.02)   

A nice early study to show the importance of 
a Home Care setting but with limited 
generalization as the two groups and the kind 
of family caring was not examined

Ventafridda, 
Tumori 1989 
[221]

Comparison of 
Home and 
Hospital Care 
of advanced 
incurable 
Cancer 
Patients with 

CCT To show the difference 
in the care of patients 
cared by multimodal 
Home Care Service 
compared to a sample 
of patients hospitalised 
with Palliative Care 

Patients with 
incurable cancer and 
painful symptoms 
who needed palliative 
care assistance at 
home or in hospital

1- 30 pts in  Home 
Care Service, 30 
pts hospitalised 
supported by the 
Pain and 
Palliative Care 
Service

48 males, 22 
females

59 yrs in both 
samples

100% incurable 
cancer, no radio- 
or 
chemotherapy, 

Karnofsky 30 - 
70

Integrated Pain 
Score, Spitzer 
Quality of Life Index

Home  Care 
Service Team vs. 
Pain & Palliative 
Care Service in 
hospital

weekly 
assessment of 
30 pts in 
hospital palliative 
care vs 30 pts in 
outdoor Home 
Care

inpatients vs. 
Outpatiens

Outpatients: Home Care 
Service Team (9 
physicians,9 nurses, 1 
social worker, 1 
psychologist, 43 
voluteers Inpatients: 
hospitalised in various 
wards cared by Pain 
Therapy and Palliative 
Care Service of the 
hospital (Palliative 
Consultation Team?)

not relevant not described Floriani 
Foundation

not described Any type of painful 
advanced neoplastic 
disease, both sexes 
between 20 & 70 
yrs., no more 
anticancer 
treatment, patients 
treatable according 
WHO Guideline 
adapted to individual 
needs.

Daily recording of clinical and behavioural 
data on pain, hrs of sleep, side effects 
and therapies using integrated pain score 
and Spitzer Index

• Pain (Integrated Pain Score: integrates intensity 
and duration of pain in a single score)
• Hours of sleep, hours standing, sitting and lying
• Performance Status (Karnofsky)
• Side effects
• QoL (Spitzer QoL index and social care records)
• Costs

yes Only  week 1 and week 2 could be compared. Afterwards 
no comparison possible because of dropouts (discharges 
and deaths) . 
No sign.  difference in the two samples except for 
education (higher in the home care group), no significant 
difference in  survival time. 
Home care group showed better performance status at 
T14 (Anova H 7.062, p=0.01, otherwise no significant 
difference in pain intensity or sleep 
Significant difference in QoL (better at T14 in the Home 
Care group: F=11.473, p=0.001)
None of the hospitalised pts fully aware of illness, while 
26.7% at home were fully aware p< 0.05.
Mean daily costs of care calculated for hospitalised pts: 
261,4 $, for the Home Care pt: .37,4 $
The results showed that Home Care produced signifcant 
better results for psychological and social parameters 
(Spitzer Score at T14) patients satisfactiion und costs, 
while clinical parameter (survival, pain,activity showed no 
difference to the hospitalised group

A nice  study to show the importance of a 
Home Care setting especially for 
psychosocial well-being and lower costs 
without increasing suffering compared to 
inpatient treatment. The dropout rate of the 
two samples was quite high because of 
discharges and deaths in both groups, so 
only the first two weeks (of intended 6) were 
compared. Description of Home Care Team

Ward, 
Community 
Medicine 
1987;9 (1): 47-
54 [222]

Home Care 
Services  - an 
alternative to 
hospices?

prospective 
cohort study  
(PCS)/CBA 
randomised pts 
with interviews

to show differences in 
outcome and places of 
deaths in pts treated by 
Home Care Services 
attached or not 
attaches to Inpatient 
hospices in GB

957  pts with 
advanced cancer 
newly reffered to 8 
Home Care Services 
followed up till death 
or one year after 1st 
enrollment 

eight 
services  (4 
attached to 
inpatient 
hospice, 4 
not attached 
to inpatient 
hospice)

GB 2+ n=957 29% widowed no 
demographic 
data

no data no data on 
diagnosis but 
mostly cancer 
pts. (MacMillan 
Nurses)

no data no data no data McMillan Nurses Nurses 
completed 
forms, reearch 
workers 
collected data, 
more detailed 
interviews with a 
sample of 40 pts 
selected from a 
sample of 83

Nr of visits/pts  
of home care 
nurses

outpatients 
(ambulant)

O1: In the four centres attached to an in-patient 
hospice 29% of pts died at home compared to 65% 
treated by  the four services not so linked, O2 
Compared to the periods before the inception of 
Home Care Services the proportion of home deaths 
decreased slightly in regions with hospice based 
services and  increased slightly in districts served 
by home care only services

A study with an interesting well founded 
result, that the implementation of an inpatient 
hospice based home Care service decreases 
home deaths while services not based to an 
hospice increase the proportion of patients 
dying at home, but probably this result is 
difficult to generalize for Germany becaus of 
the different health system.

Results for each outcome Results for outcomes related to 
informal CG

Comments

Author, 
Journal, 
Year

Title Type of 
study / 
Design

Aim of study Inclusion 
criteria

Centre 
(single - 
multicent
ric)

Coun-
try

Level of 
Evidenc
e =LoE 
(SIGN) / 
Justific
ation 

Number of 
patients / 
Dropouts 
(DO) / 
Dropouts 
through 
death (DO†)

Female / 
Male (n/n)

Age (mean, 
SD)

% of 
patients 
with cancer

1. Diagnosis 
2. 
stage/grade 
3. phase of 
illness

Perform-
ance status 
(ECOG, …)

Patients' needs 
(psychosocial, 
spiritual, etc…)

Others Number of 
CG / Drop 
outs

Female / 
Male (n/n)

Age (mean, 
SD)

CGs'needs 
(psychosoci
al, spiritual, 
etc…

Others Who 
assesses

When How (tool) Categories Process of 
categorisati
on (needs > 
complexity)

Setting Health care 
providers: Total, 
n/profession or 
qualification

Number of 
places/ 
beds

Equipment 
(incl. drugs, 
EDV, setting/ 
room/ 
housing) 

Referral 
criteria / 
allocation of 
place

Description of intervention Description of 
bereavement 
intervention

Description of 
control 
intervention

Discharge 
criteria

Others Primary outcomes (1.O) - Secondary 
outcomes (2.O) / 
Measure (tool, when, how long)

Costs

Study characteristics Patients' characteristics at baseline Informal caregivers' (CG) characteristics at baseline Needs assessment Needs complexity Intervention characteristics (structure and process quality criteria) Outcomes 

Overall description Funding Organisation / 
Management related to 
structures

Coodination of intervention Integration of oncological 
and palliative structures
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