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A Pathway for Patients and Families Facing Terminal lliness

Patient presents with a

A

life threatening illness

Physician & other healthcare providers

» Bvaluate treatment options Rl

» Communicate outcome probabil-
ities/risks to patient/family

» Assess patient/family’s function-
al, adaptive, resource capahili-

ties(1) | ~—————p=

«Provide treatment of choice,
implement plan of care

Patient
e Identifies goals

Y

» Considers treatments with physician~#

= Self assesses adaptive, functional
capahilitics and expresses needs to
physician and family

» Assesses need for resources with
family

*Selects option

Y

Family

*Becomes educated on freatment
options

«Participates in patient decision
making and choices

 Assists in resource evaluation

«Self assesses adaptive and func-
tional capabilities

Patient receives treatment

A

Y
Improved, but ) . . Monitor
cure not effected No response Cure Remission regularly
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Reevaluation of options

Curative/profongative

Orientalion:

*Reverse disease/prolong life
»Reach achievable QOL goals
= Minimize distressing symp-

Palliative/hospice

Orientation

s Minimize distressing physical, emo-
tional and spiritual symptoms
occurring within the following

toms

/

/

health status states for patient

and/or family: Disease, Symptom,

Adaptation, Functional, Resource
#Reach achievable QOL goals
*Prepare for loss

Tools:

» Hospice Patient/Family Grid(2)

e Medical guidelines for determining
Prognosis

Physician & other health care
providers
» Evaluate prognosis
«Evaluate patient’s adaptive,
furictional capabilities
sEvaluate patient/family
resource capabilities
»Communicate analysis of
options, given outcome
probabilities/risks
eImplement new plan of care

Patient

«Identifies goals

« Considers options

= Self assesses adaptive/func-
tional capabilities and com-
municates with physician

= Assesses resource capabili-
ties with family

*Selects option

Family

*Discusses options with patient

s Supports patient clecision mak-
ing and choices

*Self assesses adaptive and
functional capabilities

e Develops and implements plan
of support

Y

v

Patient receives new
plan of care.

\

Curative/prolongative
plan of care

Palliative/hospice

F |

Patient improves

Patient dies-family receives
bereavernent support'?

!

End Result Qutcomes™:

« Self determined life dosure
e Safe and comfortable dying
* Effective greving

Y

plan of care

-

Patient dies-family receives
bercavement support'

Patient improves

Y
End Result Ouicomes™:

» Self determined life cdlosure
*Safe and comfortable dying
* Effective grieving




HOSPIGE PATIENT/FAMILY GRID

Adapted as General Plan of Care

State

Treat

Prevent

Promote

Patient:
Disease State

e Palliate primary diagnosis, may
treat secondary diagnosis and
comorbidities

s Prevent side effects of treatment
and, as appropriuie, sequelae of
diagnosis, such as infection

Symptom State

» Treat distressing symptoms and
side effects of symptom man-
agement

*Prevent increase in severity of
symptoms

» Prevent side effects of treating
SYmptoms

 Prevent unnecessary hospitaliza-
tions

* Prevent symptoms from occurring

Adaptation State

o Treat problems related to cop-
ing and grieving

e Support optimal level of
consciousness

e Prevent unnecessary premature
death

*Prevent loss of autonomy

= Prevent treatment compliance
problems

s Assist patient in emotional and spiritual
adjustment to changing life circumstances
*Redefine concept of wellness as it relates to

dying

— autonomy
— interpersonal communications
— mobility
- nutrition

e Promote opportunities for growth
—reconciliation
—sense of completion
—sense of new self
— higher sense of meaning and connectedness
—sense of readiness to die

Functional State

»Maintain optimal mobility based
on interest and capacity

*Prevent treatment compliance
problems

s Prevernt disuse phenomena sec-
ondary 1© reduced mobility

e Prevent untoward care problems
for patients living alone

e Prevent falls

Family:
Adaptation State

o Treat problems associated with
coping and grieving, such as
anxiety and depression

= Assist family members” emotion-
al adjustment to changing role
in relation 1o patient and within
family system

e Educate caregivers in prepari-
tion for eventual loss

= Assess fumily members for risk
factors that may contribute to
complicated grieving; refer to
hereuvement service prior to
death if necessary

e Monitor impact of caregiver
burden to prevent increased
incidence of mortality and
morbidity of caregivers

sRedefine caregiving role as patient assumes
dying role
— aut(m()my
— interpersonal communications
— mobility
— nutrition
s Promote opportunitics for growth
—reconciliation
—sense of completion
—expression of self in relation o dying
person
—sense of involvement and
accomplishment in dying
person’s life
- sense of preparedness for death
—higher sense of connectedness
—integrated concept of life and memorties

Functional State

e Bducate caregivers about signs
of imminent death and/or man-
agement of death in home

s Provide additional support for
caregivers with limited capacity
to safely support patient

*Prevent caregiver fatigue
through tailored use of
volunteers

Patient/Famity Unit:
Resource State

s Address financial, legal and/or
environmental problems which
compromise safe care of patient
and welfare of the family

» Anticipate probiems associated
with personal business and fam-
ily welfare problems to prevent
crises

*Define system for timely
response o emergencies

End Result Outcomes: Self determined life closure; safe and comfortable dying; effective grieving.
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