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Research Plan

Development and Evaluation Methods of Care Programs in Respond to Longitudinal
Changes in Needs of Home Terminal Patients

Purpose

To develop standardized care programs and guideline for longitudinal needs in terminal

cancer patients with pain and debilitated elderly patients. To put them into practical use by

applying them to actual cases and identify evaluation methods.

2002 We develop care programs based on a case study in Japan, and conduct a
feasibility study on framework of the care programs and care contents while we
compare current situations on terminal care programs in 6 countries (U.K., Sweden,
Finland, Canada, U.S.A,, and Japan): (1) to develop framework of lerminal cases
for cancer patients with pain and elderly debilitated patients, and (2) to collect
information from typical case records.and study the developed framework.

2003 After revising the program in Japan, to apply them in 30 cancer patients and 30
elderly patients, and then revise them again and identify evaluation measures. Next,
to study feasibility of the developed care programs in 10 cancer patients and 10
elderly patients in six countries, and revise them if it is necessary.

2004 In order to study validity of the developed care programs and guideline, to apply
them in actual cases again in participating countries, and revise them. Furthermore,
to apply the care programs to 60 cancer patients and 60 elderly patients in Japan to
study usefulness of the care programs and guideline, and complete the care

programs and guideline by adding evaluation measures.

Methods

Subjects: cancer patients with pain and deliberated elderly patients in terminal periods.
Participants: 1) Visiting nurse, [ 2) Care manager, 3) Hospice physician, and 4) Patient and
Family ]

Method:

1) The First Survey in Japan (August 2002 — October 2002)

(1) Development of care programs for terminal patients by referring 1o "Canadian Palliative
Care Association Guideline” and “A Good Death-Development of a Nursing Model of Care.”
(2) Describing actual standard care contents for lerminal patients from nursing documents

along with the framework of the care programs.

- 45 -
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(3) Revision of the framework of the care program.

2) The Second Survey in Japan (January 2003 ~ March 2003)

(1) To conduct a feasibility study for 30 cancer patients with pain and 30 debilitated elderly
patients and identify evaluation measures.

(2) To evaluate the daia of patients and family (caregiver) and outcomes (goal attainment,
rate of emergency visit, death at home), and implemenied care an'd methods by care

providers.

Study Methods in Six Countries

The First Survey in Six Countries (November - December, 2002)

Data collection by researcher in each country (See their kind Materials)

1. A table was developed by crossing terminal periods and need categories (Table 1)

2. Describe whether the framework of the care programs is applicable or not about periods
and care categories in Table 2(1-@), 2(1-®@) and Table 2(2-D), 2(2-@). Please refer lo
Table 3 (1)-(4) cancer patients with pain and Table 4(1)-(4) debilitated elderly patients.

3. Describe comments on care contents and other than those in Table 1 regarding typical

one cancer patient with pain and one debilitated elderly patient.

Data collection in U.K., Sweden Finland, Canada and U.S.A,

The Second Survey in Six Countries (April = June, 2003)

To study feasibility of the developed care programs in 10 cancer patients with pain and 10

debilitaled elderly patients.
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Table 1 No.1. For Cancer Patient In Terminal Care (Home Care)

A Introductory =Material 1 Stable period *Material 2 Clinical death period *Material 3 Bereaving period *Material 4
Period Assurance to live comfortably at home 1:Help the client to live the remaining life as fully and Education and assistance to the family for peaceful {DConfirm the death with dignity and comfort
. S . .
,mm:._..mo_‘»mvz as possible ) dying {2)Support overcoming gricf
‘2 Response to an acute condition change .,,,UOo:_mo_A family and care for their mental and physical heaith
The goal of Cenarete care Evatuation of goal The goal of Concrete care Evaluation of goal |.. Concrte cars Evaluation of goat _ .
Care Cotecorios™ unmort et Steainment support contents attainment The goal of support contents attsinment The goal of support {Concrete care contents | Evaluation of goa! attainment

Provision of care

Pain and symotcm

menagement

-0

.3 -

Psychelazical | sozial
2nd spiritual suspert

b

a
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) Table1 No.2.

For Elderly Patient In Terminal Care in Home Care)

Period

Care Categories

Introductory

Stable pertod

Clinical death period

Bereaving period

Assurance to live comfortably at home

1 1Help the client to live the remaining life as fully and
comfortably as possible
i2)Response to an acute condition change

Education and assistance to the family for

peaceful dying

{1)Confirm the death with dianity and comfort
\var_voo; overcoming grief
3)Comfort family and care for their mental and physical health

Concrete care
contents

Evaluation of goal
attainmeant

The goal of
support

Concrete care
contents

Evaluation of goal
attainment

The goal of
support

Concrte care
contents

Evaluation of goal
attainment

The goal of support

Concrete care contents

Evaluation of goal attainment

~DLTADL
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El
&
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fa
w
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3

[

a
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a 3

A=

«
W
c
B
|5}
=3
A

w o
7
3
>
iv
0
@

® o

Continuation of
=zre,'Surrengs

"

Self~determinziicn

ht of chisics
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Table 2 (1-@O ) For Cancer Patients (periods)

Please answer (appropriate or not) this sheet

The care program needs to he revised by researches in each country.
Please answer the following questions:

Is it appropriate for your practice?
If it is appropriate, please write O.
If it is not appropriate, please write X,
If not, please describe the item, which is not applicable in your country.

Look at each period with each horizontal category of Table3(1)~(4)

\‘“\\-3\\ Answer Appropriate Not o t
' — » ) ommen

Period \\\ : appropriate ments
introductory 1.Goal of support
period

2.Concrete care contents

3.Evaluation of goal

attainment

stable period 4, Goal of support

5. Concrete care contents

6. Evaluation of goal
attainment

clinical death | 7. Goal of suppoit
terminal period

8. Concrete care contents

r9. Evaluation of goal
attainment

bereaving period | 10. Goal of support

11. Concrele care contents

12. Evaluation of goal
attainment




Table 2 (1<2 ) For Cancer Patients (categories)

Is it appropriate for your practice?
If it is appropriate, please write O.

Please answer (appropriate or not) this sheet

The care program needs to be revised by researches in each country.
Please answer the following questions:

If it is not appropriate, please write X,
It not, please describe the item, which is not applicable in your country.

Look at each vertical category of Table3(1)~(4)

T —— Answer

Categories Te—

Appropriate

Not
appropriate

Comments

Provision of care

Pain and symptom management

Psychological, social and spiritual support

Loss, grief and bereavement support

Synthesis/Seli-image

Continuation of care/Surrender

Self-determination

Right of choice
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Table 2 (2-®© ) For Elderly Patients (periods)

Please answer (appropriate or not) this sheet

The care program needs to be revised by researches in each country.
Please answer the following questions:

Is it appropriate for your practice?
If it is appropriate, please write O.
If it is not appropriate, please write X.
If not, please describe the item, which is not applicable in your country.

l.ook at each period with each horizontal category of Table4(1)~(4)

——

— | Answer Not

, o T Appropriate ) Cor nts
Period T Pprop appropriate nment
introductory 1.Goal of support
period

2.Concrete care contents
3.Evaluation of goal
attainment
stable period 4. Goal of support

5. Concrete care contents

6. Evaluation of goal
attainment

clinical death | 7. Goal of support
terminal period

8. Concrele care contents

9. Evaluation of goal
attainment

bereaving period | 10. Goal of support

11, Concrele care contents

12. Evaluation of goal
attainment




Table 2 (2-2 ) For Elderly Patients (categories)

Is it appropriate for your practice?
If it is appropriate, please write O.

Please answer (appropriate or not) this sheet

The care program needs to be revised by researches in each country.
Please answer the following questions:

If it is not appropriate, please write X,
If not, please describe the item, which is not applicable in your country.

Look at each vertical category of Table4(1)~(4)

Sy

\N\\%‘

) Answer
Categories B

m———

T ——

——

——

Appropriate

Not
appropriate

Comments

Provision of care

ADL/IADL

Pain and symptom management

Psychological, social and spiritual support

Loss, grief and bereavement support

Synthesis/Self-image

Continuation of care/Surrender

Self-determination

Right of cleice




Table 3(1)

For Cancer

Introductory

Assurance to live comfortably at home

Care Categories

Goal of support

Concrete care contents

Evaluation of goal attainment

m

<

@ = D O

Provision of care

Client and family don't
confuse at sudden
change of physical
condition

Oobserve the current
condition
*¥informed consent

Caregiver and family understood
for disease

Provided care meets
the needs of client and
family

Qobserve the symptom

Ccleanliness  $Osore
Omedication  $nutrition
COexcretion  Oliving will

Care needs solved by care
provider.

Provided care satisfies
the expectation of client
and family

Osymptom check
Ocaregiver education

Client and family's request aim
solved by care provider.

Pain and symptom
management

Total pain and other
symptoms are relieved
as much as possible

Client and family are
satisfied with minimum
total pain and other
symptoms

Care contents for:
observation, assistance
and confirmation

Patient lived comfortably everyday
by symptom control.

Psychological ,
social and spiritual
support

Able to move to home
comfortably

ONurse confirm
foliowing : How much did
the understand it ?

Patient understood own condition,
Patient and relatives relation
became smooth.

No ,anxiety No expression

Able to contact health
care providers whatever
they need

{ Collaboration with
doctor and district nurse
O Care provider

Care provider could visit patient
home.

L oss.grief and
bereavement
support

Explain the significance
of living at home for
their understanding

{Nurse confirm that
caregiver and family hope
ot die at home.

<Do you have key
person.

Patient and family preferred home
care .

Synthesis/
Self-image

Patient has concrete
determination with
death,and patient has
image for death process

{OPatient concreat image
how to process final stage.

Patient expressed one's wish how
to die .

Continuation of
care/
Surrender

Continuous care is
provided at transferring
period to home

Continuous care from
hospital physician and
nurse to community

health care providers

{Assurance of continuer
caremanager patient &
caregiver and care
provider share whocare
plan.

OFamily have confidence
about care.

Other care provider shared care
plan.

Regularly conference
Good human relations

Self-determination

Patient can be
self—determined

OPatient wished to stay
at home

Right of choice

Client and family prefer
to live at home

O Family would like to
care the patiant for final
stage al home.

Living at home
Patient hoped dying at home

Informed choice is given
to client and family

OPatient and family
decide at home for final
stage.

f4e]




Table 3(2)

For Cancer

Stable period

(DHelp the client to live the remaining life as fully and

comfortably as possible
(@Response to an acute condition change

Care Categories

Goal of support

Concrete care contents

Evaluation of goal attainment

o = D O

Provision of care

Caregiver cared for
patient with stable
physical condition.

collect information
To devise of care instrument

Caregiver and family
understood for disease

Care is suited patient
and caregiver needs.

It provide care by patient
conditions.lt keeps patient
and family's demand,needs.

Care needs solved by care
provider.

Care is suited patient
and caregiver
expectation..

Nurse confirmed patient and
family exceptation.lt provide
care with exceptationt adjust
co—medical with expectation.

Client and family's request
aim solved by care provider.

Pain and symptom
management

Symptom control as
much as possible.

Patient and family
satisfied patient total
pain relief .

observed content
$assisted content:Put into
effect of routine care

< confirmed content

Patient can lived comfortably
everyday by symptom control.

Psychological ,
social and spiritual
suppott

Able to communicated
with other person.

Nurse decided continuously at
home.

Nurse communicated about
spiritual.

Patient contacts nursing
agency anytime. Able
to interchange of other
person

A 24-hour system - Mobile
phone.

It has visit informal support.

Care provider could visit
patient home.

Loss,grief and
bereavement
support

Accept own death
livelity life,

To training Death of
education.

Patient and Family, relatives
wished home care.

Synthesis/
Self-image

Patient makes good use
of final stage.

It confirmed patinet's hobby
by nuree side.

Patient expressed one's wish
how to die .

Continuation of
care/
Surrender

To take team care
system

Co—medical collaborated
patient and family.Care
problem doesn't raise during
co—medical.

Other care provider shared
care plan.

Family can appropriately
care for patient.

Family cared for patient.

regularly conference
Good human relations

Self—-determination

Patient makes good use
of final stage.

Right of choice

Patient and family hopes
to home care.

Patient talk to family about
death.

Patient hoped dying at home

living at home

Patient and family are
given informed choice,
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Table 3(3)

For Cancer

Clinical death period

Education and assistance to the family
for peaceful dying

Care Categories

Goal of support

Concrete care contents

Evaluation of goal attainment

Provision of care

Caregiver cared for
patient with stable
physical,

Oobserve of current
condition

Family and caregiver think death
and they cared for patient.

It provide that care be
suited patient and
caregiver needs.

Oobserve of symptom
Ocleanliness $sore
OmedicationOnutrition
OexcretionOLiving will

Care provider confirmed patient
and family needs and it solved.

It provide that care be
suited patient and
caregiver expectation..

Osymptom check
{caregiver education

Care provider provided patient
and family expectation.

Pain and symptom

Symptom control relief as

possible as it .

Patient and family
satisfied patient total
pain.

Cobserved content
assisted content
$confirmed content

Patient wasn’ t pain by symptom
control.Patient receive death

Able to other person
communicated [meaning
a live] [a live in painl.

ONurse confirmed following
: Does patient understand
what degree about disease.
OPatient confirmed for
prediction

Family cared for patient on
satisfactory place.

Patient makes contact
Nursing agency
everytime. Able to
interchange of other
person

$Collaboration with doctor
and district nurse

O Care provider

CHow to call of emergency

ONurse confirme that
caregiver and relatives hope
die at home.

$Do you have key person.

c management
|

i

e

n

t

2 Psychological ,
n social and spiritual
d support

.F

a

m

[ Loss grief and
| bereavement
Y support

c

a Synthesis/

! Self-image

e

Patient will make good
use of final stage.

OPatient concreat image
how to process final stage.

Continuation of
care/
Surrender

To take Team care
system

Family can appropriate
care for patient.

{Care insurance
concentrate
caremanager,patient &
caregiver and care provider
share to care plan.
OFamily have confidence
about care.

Continuously care provide
patient.

When patient condition took a
sudden turn for the worse Family
call to doctor.

Self-determination

Patient will make good
use of final stage.

OPatient hope at home

Right of choice

Patient and family hope
at home care.

OFamily would like to care
for final slage at home.

Patient and family pive
informed choice.

OPatient and family
decided at home for final
stape.

]

Family consented treatment plan
atter this.
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Table 3(4) Bereaving period

(1DConfirm the death with dignity and comfort
@ Support overcoming grief Comfort family and care
For Cancer for their mental and physical health

Care Categor/es Goal of support Concrete care contents Evaluation of goal attainment

Provision of care

Pain and symptom
management

C

|

i

e

n

t

a Psychological ,

n social and spiritual

d support

.{:

a

m Nurse assist that family |Nurse visit to family
! Loss.grief and {overcame loss,grief. home
I bereavement

14 support

c

a Synthesis/

! Self-image

e

Continuation of
care/
Surrender

Self-determination

Right of choice
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Table4(7)

for elderly

Introductory

Assurance to live comfortably at home

Care Categories

The goal of support

Concrete care contents

Evaluation of goal attainment

® ——0

o =< 0

Provision of care

Client and family don't
confuse at sudden change
of physical condition

Oobserve of current
condition

Caregiver and family understood for
disease

Provided care meets the
needs of client and family

Oobserve of symptom
Ocleanliness $sore
OmedicationOnutrition
CexcretionLiving will

Care needs solved by care provider.

Provided care satisfies the
expectation of client and
family

O symptom check
Ocaregiver education

Client and family's request *aim solved
by care provider.

ADL/IADL

When the patient fall off
physical function , Patient
and family accept home care

CTo explain physical ,social
, mental function.
OCaregiver understand
current condition

O To prevent complication
from bedriden

Family understood patient’s physical,
mental , and social condition .
It prevent complication from bedridden.

Pain and symptom
management

Total pain and other
symptoms are relieved as
much as possible

Client and family are
satisfied with minimum total
pain and other symptoms

Oobserved content
Oassisted content
$confirmed content

Pacient could lived cofortably
everyday by symptom control,

Psychological, social
and spiritual support

Able to move to home care
comfortably

ONurse confirmed following
- Does patient understand
what degree about disease.
OPatient confirmed for
prediction

Patient understood own condition,
patient 's relation with relatives
became smooth, No anxiety, No
expression

Able to contact health care
providers whenever thay
need

O Collaboration with doctor
and district nurse

{Care provider

CHow to call of emegency

Care provider could visited patient
home.

Lossgrief and
bereavement
support

Explain the significance of
living at home, and get their
understanding

ONurse confirme that
caregiver and relatives hope
die at home.

ODo you have key person.

Patient and Family, relatives liked to
visit patient 's home.

Synthesis/
Self-image

Patient comes to
determination to death,and
has any image for death
Drocess

OPatient concreat image
how to process final stage.

Patient expressed one's wish how to
die .

Continuation of
care/
Surrender

Continuous care is provided
at transferring period to
home

Continuous care from
hospital physician and nurse
to community health care
providers

O Care insurance
concentrate

caremanager patient &
caregiver and care provider

Other care provider shared care plan.

share to care plan.
OFamily have confidence
about care.

regulartly conference
Good human relations

Self— determination

Patient can be
Self-determination

OPatient hope at home

Right of choice

Pacient and family prefer to
live at home

OFamily would like to care
for final stage at home.

living at home
Patient hope dying at home

Informed choice is given to
pacient and family

COPatient and family
decided at home for final
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