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o 2Qué enfermedad va a ser?
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Figure 2. Ultimate options, Reprinted by permission of John L. Hart, FLE,

and Creators Syndicare, Inc.

¢Tiene usted algo para parar el proceso de envejecer?
Claro. 2Qué tipo de enfermedad le apetece?
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ayis  3Es envejecer una enfermedad?
The very sick are different from the well—
They live in a world shrunken by their loss of concern with the larger world
. .
Is Aging a Disease?
C‘l" by ERIC CASSELL  pled by present reality, it may be  always with the aged. The loss of the

Hastings Center Report, 1972. Eric Cassell

“Tanto en el envejecimiento como en la enfermedad ocurre: una
desconexidon del mundo exterior, una pérdida de la sensacién de
invulnerabilidad, una pérdida del gobierno de la razén, una pérdida del
sentimiento de control sobre lo que sucede en el mundo, y con todo ello,

uno se sume en la dependencia”
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Jayss - Envejecimiento

Aislamiento
Perdida de control

Dependencia

sEnfermedad?
sArte?

J.Judez (v. 05/13) —

Enfermedad grave

Aislamiento
Pérdida de control

Dependencia



- El arte (la empresa) de envejecer

. Nulan ‘ i e |
: m sabiduria

ELARTE DE | o= | [
ENVEJECER

cuerpo

SHERWIN B. NULAN®

Alianza Editorial
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Jass  COMo morimos

Lomo
MOrimos

SIDA .

Enfermedades cardiacas Reflexiones

Accidentes cerebro-vasculares sobre el altimo CaDI'tUIO
Alzheimer de |a vida

Vejez

Agresiones violentas SHERWIN B. NULAND

Alianza Editorial
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Proceso de enfermar gravemente y
morir no era muy prolongado

De la situacién de “inmortalidad temporal”
Paréntesis de la enfermedad

Sucumbir a la enfermedad

Cambio de las causas de muerte

J.Judez (v. 05/13) —
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e @] @scurridizo prondstico
NICHOLAS A. CHRISTAKIS

- Nicholas A. Christakis

- University of Chicago
Press, 1999.

J. Judez (v. 05/13) — www.conversacioneskayros.es
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tayes — Dificil prediccién del proceso de morir

El prondstico en medicina es escurridizo

Salvo en las situaciones de cdncer o enfermedad avanzada
(“terminalidad”)

Con la mejora del control del dolor y la aparicién
de los cuidados paliativos se asocia un periodo
“detectable” de terminalidad, tributario de

cuidados paliativos

J.Judez (v. 05/13) —
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ENFERMEDAD (Estado de Salud)

GESTION PROCESO CUIDADO ORGANIZACION
CLiNICA CLiNICO CLiNICO SANITARIA
MESO MICRO MESO

Relacion clinica Objetivos
institucionales

Relacion clinica

Objetivos
institucionales

MI'EDICO/A PACIENTE ENFERMERO/A
i
5 Objetivos o La moderna
C>)- institucionales Irabajoien Relacion clinica asistencia
3 equipo sanitaria
- INSTITUCION Osjelivus ENFERMERO/A (PIRAMIDE)

Iinstitucionales
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(adaptado por Judez 2007: de Lynn y Adamson 2003; Lynn 2004; Murray, Kendall, Boyd, Sheikh 2005)

También “Organizar los servicios sanitarios adecuadamente para atender a aquellos suficientemente enfermos como para poder morir” (Dy y Lynn,2007)

Concepcidn “cldsica”: Modelo de “transicién”

Cuidados
paliativos

Muerte

TENER LA VIDA EN JAQUE
Tratamiento

Tiempo

v

J. Judez (v. 05/13) —
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conversaciones que ayudan

SUPPORT:

STUDY TO UNDERSTAND PROGNOSES AND
PREFERENCES FOR OUTCOMES AND
RISKS OF TREATMENTS

STUDY DESIGN

Editors

Donald J. Murphy, M.D.
ICU Research Center
National Coordinating Center, George Washington University,
Washington, DC 20037, US.A.

Leighton E. Cluff, M.D., Past President and Emeritus Trustee

Robert Wood Johnson Foundation, Princeton,
NJ 08543-2316, US.A.

SUPPORT is funded by grants from
The Robert Wood Johnson Foundation’s Program on the
Care of Critically Il Hospitalized Adults

€

PERGAMON PRESS

OXFORD - NEW YORK - BEING - FRANKFURT
$A0 PAULO - SEOUL - SYDNEY - TOKYO

J. Judez (v. 05/13) -

S tudy to

U nderstand

P rognhoses and
P references for
O utcomes and

R isks of

T reatments

Estudio para

Comprender los
Pronédsticos y las
Preferencias respecto a los
Resultados y los

Riesgos de los

Tratamientos

* Murphy DJ, Cluff LE (eds.), Study Design. J Clin Epidemiol 1990; 43 (suppl):$1-S123
phy y Desig P pp
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T I —————,

FASE | (Junio 1989 - Junio 1991)
Esquema de diseiio 4.301 pacientes ( 5 hospitales)

- Descripcion resultados

- Desarrollo de Modelos Pronésticos

- Identificacion de defectos de Atencion Sanitaria
- Establecimiento de Métodos de Ajuste

- Diseno de la Intervencién

4
CONTROL FASE Il ( Enero1992 - Enero 1994) INTERVENCION
2.152 pacientes (45%) | Intervencién aplicada a 4.804 pacientes 2.652 pacientes (55%)
11 grupos médicos Randomizados en 27 grupos médicos 16 grupos médicos
4

Andlisis ajustados INTERVENCION / CONTROL

Incidencia - establecimiento de ONR
Acuerdo Médico - Paciente sobre Preferencias RCP
Dias en UCI, comatosos, o con ventilacion asistida antes de la muerte
Dolor
Uso de recursos hospitalarios

J. Judez (v. 05/13) — www.conversacioneskayros.es
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¢ Qué es el SUPPORT?

Un macro-estudio: con 9.105 enfermos hospitalizados; con una o mas de
entre 9 patologias criticas; en cinco hospitales terciarios docentes de
EE.UU.; con una probabilidad de muerte global a los seis meses del 47%;
consistente en un estudio prospectivo observacional de cohortes de 2 ainos
(Fase ) con 4.301 pacientes; y un ensayo clinico controlado aleatorizado
por grupos de médicos de 2 aios (Fase ll) con 4.804 pacientes, 2.652 en
intervenciéon y 2.152 en control; donde la intervenciéon, que ofrecia mejor
informacién pronéstica y mejores oportunidades de comunicacion (a través
de una enfermera), no produjo diferencias estadisticamente significativas
en ninguna de las cinco variables elegidas para la mejora.

J. Judez (v. 05/13) —
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Lo o éxito de un fracaso

Entre 1990 y 2001 el estudio SUPPORT, un estudio de
intervencién fracasado, dio lugar a 103 articulos.

Contribuyé a una revisién:
* del concepto de planificacién anticipada.
* del papel de la informacién pronéstica al final de la vida

* de la revisidn de los sistemas de salud en la atencién al
final de la vida

Joanne Lynn, una de sus co-investigadoras principales hizo una
transicion definitiva hacia la reforma del sistema de salud y la

mejora de la calidad del mismo.

J.Judez (v. 05/13) —
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La necesidad de la mejora de la calidad

(ROSSINGSTHE
NUALITY CHAS

« Crossing the quality chasm, IOM, 2001

El Instituto de Medicina (IOM) de EEUU publica en
2001, tras su famoso “To Err is Human” (Errar es
humano), este “Cruzando el abismo de la calidad”.
Define (6) dimensiones de la asistencia en salud
esenciales para ofrecer un “producto de calidad”.

Safety - Seguridad

Effectiveness - Efectividad

Efficiency - Eficiencia

Patient Centeredness — Centrado en el paciente
Timeliness — A tiempo

Equity - Equidad
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(adaptado por Judez 2007: de Lynn y Adamson 2003; Lynn 2004; Murray, Kendall, Boyd, Sheikh 2005)

También “Organizar los servicios sanitarios adecuadamente para atender a aquellos suficientemente enfermos como para poder morir” (Dy y Lynn,2007)

Una vision mds adecuada:
Modelo de “trayectorias”™
5 Muerte
g o /|
2 k] Tto. modificador enf. o A
ﬁ 5 potencialmente curativo \
a c
> ‘0 3
<« ‘o \
— c . y 3
o 9 Cuidados de i \
L < [ \
Z soporte y ] y
L [ \
= paliativos®™ £ x \ \
I et
Tiempo _ Atencién al
duelo

* Valora la identificacién de “transiciones”
* % “Vivir bien” (lo mejor posible) con la enfermedad

J. Judez (v. 05/13) —
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et El origen de un concepto

The Origins of the Concept

To Strauss, Fagerhaugh, Suczek and Wiener:-

We have coined the term "trajectory" to refer not only to the
physiological unfolding of a patient’'s disease but to the total
organization of work done over that course of illness plus the
impact on those involved with that work and its organization.
...we shall occasionally refer to "trajectory work"”, simply
meaning the various kinds of work done in managing the
course of the illness and in handling the interrelationships
involved in that task.[vii]

Trajectory replaces the singular notion of process[yiiil with a more complex,
multi-faceted flow of events and situations. The first proposal in this paper is to
present the trajectory in Simmels terms as a form realised in the interaction
between the persons involved. Each facet, as in view-through, of the trajectory
can be represented as one helix - that is a flow of events, rising, falling,
twisting and swirling, which can be mapped.

- Anselm Strauss and Barney Glaser, Anguish: A Case History of a Dying Trajectory, London: Martin Robertson, 1970.
- Anselm Strauss, Shizuko Fagerhaugh, Barbara Suczek and Carolyn Wiener, Sentimental work in the technologized hospital,
Sociology of Health and llIness, vol. 4, no. 3,1982 p.257.

J. Judez (v. 05/13) —
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Jar%_ epidemiologia del enfermar y morir (2003)

WHITE PAPER

RAND

Living Well at the End
of Life

Adapting Health Care to Serious
Chronic Illness in Old Age

Joanne Lynn, David M. Adamson

J. Judez (v. 05/13) —



N

kayros

conversaciones que ayudan

J. Judez (v. 05/13) -

Patterns of Functional Decline
at the End of Life

June R. Lunney, PhD, RN

Joanne Lynn, MD, MA, MS

Daniel J. Foley, MS

Steven Lipson, MD

Jack M. Guralnik, MD, PhD

LINICAL OBSERVATION SUP-

ports the existence of differ-

ences in functional decline

before dying. Although these
differences may have important impli-
cations for the organization and deliv-
ery of care at the end of life, little em-
pirical work examines such patterns
across large populations.

In 1968, Glaser and Strauss' de-
scribed 3 different trajectories of dy-
ing: abrupt, surprise deaths; expected
deaths (both short-term and linger-
ing); and entry-reentry deaths, where in-
dividuals slowly decline but return home
between stays in the hospital. More re-
cently, these ideas have been expressed
as a set of functional trajectories™* in
which short-term expected deaths (ter-
minal illness) are portrayed separately
from lingering expected deaths (frailty).
The 4 theoretical trajectory groups in
FIGURE 1 were operationalized in an
analysis of Medicare claims data and had
distinctly different patterns of demo-
graphic characteristics, care delivery, and

Context Clinicians have observed various patterns of functional decline at the end
of life, but few empirical data have tested these patterns in large populations.

Objective To determine if functional decline differs among 4 types of illness trajec-
tories: sudden death, cancer death, death from organ failure, and frailty.

Design, Setting, and Participants Cohort analysis of data from 4 US regions in
the prospective, longitudinal Established Populations for Epidemiologic Studies of the
Elderly (EPESE) study. Of the 14456 participants aged 65 years or older who provided
interviews at baseline (1981-1987), 4871 died during the first 6 years of follow-up;
4190 (86%) of these provided interviews within 1 year before dying. These dece-
dents were evenly distributed in 12 cohorts based on the number of months between
the final interview and death.

Main Outcome Measures Self- or proxy-reported physical function (perfor-
mance of 7 activities of daily living [ADLs]) within 1 year prior to death; predicted ADL
dependency prior to death.

Results Mean function declined across the 12 cohorts, simulating individual decline
in the final year of life. Sudden death decedents were highly functional even in the
last month before death (mean [95% confidence interval {CI}] numbers of ADL de-
pendencies: 0.69 [0.19-1.19] at 12 months before death vs 1.22 [0.59-1.85] at the
final month of life, P=.20); cancer decedents were highly functional early in their final
year but markedly more disabled 3 months prior to death (0.77 [0.30-1.24] vs 4.09
[3.37-4.81], P<.001); organ failure decedents experienced a fluctuating pattern of
decline, with substantially poorer function during the last 3 months before death (2.10
[1.49-2.70] vs 3.66 [2.94-4.38], P<.001); and frail decedents were relatively more
disabled in the final year and especially dependent during the last month (2.92 [2.24-
3.60] vs 5.84 [5.33-6.35], P<.001). After controlling for age, sex, race, education,
marital status, interval between final interview and death, and other demographic dif-
ferences, frail decedents were more than 8 times more likely than sudden death de-
cedents to be ADL dependent (OR, 8.32 [95% ClI, 6.46-10.73); cancer decedents,
one and a half times more likely (OR, 1.57 [95% Cl, 1.25-1.96]); and organ failure
decedents, 3 times more likely (OR, 3.00 [95% ClI, 2.39-3.77]).

Conclusions Trajectories of functional decline at the end of life are quite variable.
Differentiating among expected trajectories and related needs would help shape tai-
lored strategies and better programs of care prior to death.

JAMA. 2003;289:2387-2392 www.jama.com

Las trayectorias de enfermedad:
epidemiologia del enfermar y morir

JAMA, 2003

Datos
epidemiolégicos
empiricos sobre
patrones de
enfermedad
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Joanne Lynn. Sick to death (2004)

n— JOANNE LYNN h

J. Judez (v. 05/13) — www.conversacioneskayros.es

Necesidad de reforma del
sistema de salud para
atender al final de la vida
y a los Ultimos anos de
vida.

Trayectorias de
enfermedad

Continuvidad asistencial

Ajustar servicios a
necesidades

Sick to Death

and Not Going to Take It Anymore!

REFORMING HEALTH CARE FOR THE LAST YEARS OF LIFE
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- Hastings Center
Report

Special Supplement,
2005

Improving End of Life

care. Why has it been so
difficulte

- Mejora de la
asistencia al final de
la vida. Balance a los
20 anos de esfuerzos
para su mejora

Las trayectorias de enfermedad:
epidemiologia del enfermar y morir

Living Long in Fragile Health:
The New Demographics Shape End of Life Care

by JOANNE LYNN

ot long ago, people generally “pot sick and
died"—all in one sentence and all in a few days or
weeks. The end of life had religious, cultural, and
contractual significance, while paid health care services
played only a small part. Now, most Americans will grow
old and accumulate diseases for a long time before dying.
Our health care system will cleverly supplement the
body’s shortcomings, making it possible to live for years
“in the valley of the shadow of death,” fearing not only
death but also all sorts of evil from the regular dysfunc-
tions of our health care and social systems. In a sense, the
great success of modern medicine has been to transform
acute causes of death into chronic illnesses. Mostly, we do
not spend much time or money on cures—these are
quick and cheap when they are available at all. Instead,
health care now involves substituting better chronic con-
digons and helping people to live with implacable ill-
nesses, a few of which are stable and many of which are
progressive but not life-threatening. However, each of us
eventually lives with a set of conditions that are, taken to-
gether, pmgreswelv worsening and eventually fatal.
This is a very different way of coming to the end of
life from that of “the old days,” when people died in
childbirth, of occupational hazards, of periodic epi-
demics, and with the first heart artack. In 1897, Sir
William Osler's The Principles and Pracsice of Medicine
noted that the usual adult hospitalized with diabetes
would die within 2 month. Things have changed so
much that today we don't really have the language, the
categories, and the stories to help us make sense of our

I
Joanne Lymm, “Living Losg in Fragile Health: The New Demographics
Shape End of Life Case,” fmprostng End of Life Care: Why Has It Been So
Dificuly’ Hasstmgy Cenver Repory Special Repars 35, no. 6 (2005): S14-518.

S14

situation. One hears people say, “He's not dying yet,” of
a person living with fatal lung cancer. Generally, that
means he's not yet taking to bed, losing weight, and suf-
fering from pain, as would be expected when dying is all
that he can do. But the category is used s if one is either
“temporarily immortal®—which is the usual state of
human beings—or “dying,” in which case the person is
of a different sort, having different oblipations and rela-
tionships. “The Dying" are expected to do little but wrap
life up and go. But this dominant myth about dying does
not fit many people. Many elderly people are inching to-
ward oblivion with small losses every few weeks or
months.

If our language does not accommodate the new reali-
ty, it is not surprising that our shared social life has not
yet taken up the challenge. No characters on evening
television are cracking jokes while dealing with Grand-
ma’s wandering and incontinence. No movies show the
accommodations needed to live with advanced emphyse-
ma. Asa patient once told me, “No one in the Bible died
like this.” People find little guidance when they look t
our ancient texts for comfort and advice on how to live
while walking a tightrope of serious illness and frailty,
propped up by modern medicine.

thkofmalundemndmgzlsod)owsmthe
conceptual apparatus we have used in trying to bring re-
form to what happens in the last part of our lives. Re-
markably, we have used the language of decision-making
and law more often than that of spiritual journey and
psychological meaning. In the 1970s, the issues were
framed as “the right to die” or “the right to choose.” The
work of the President’s Commission on Ethical Problems
in Medidne and Biomedical and Behavioral Research
marks a transition to the lanpuage of “foregoing life-sus-

NovemberOTecember 2005/HASTINCS CENTER REPORT
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(trayectorias adaptadas por Judez 2007: de Lynn 2004; Lynn y Adamson 2003; y Lunney, Lynn y Hogan 2002)

Alta PERIODO CORTO DE FRANCO DECLIVE
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* Aquellos suficientemente enfermos como para poder morir (y que no sea extrafio) Tiempo — »
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Alta .. , o
Principalmente cdncer (aprox. 20%) pocas semanas o meses antes de
morir

_C ° ~

S Edad media: en torno a 75 aiios

S .

5 Dependencia / Modelo de atencién:

S Terminalidad

T Atencién bien coordinada;
Baia Muerte Integracion con dispositivos

, de cuidados paliativos
Tiempo

»
|

cuando se precisen
Necesidades de atencidn especificas:

Maximizar la continvidad;

Planificar un posible deterioro rdpido, con cambios en las necesidades
y eventual muerte;

Soporte a la atencién domiciliaria para el manejo de sintomas,
necesidades agudas de los cuidadores y soporte al proceso de morir

J.Judez (v. 05/13) —
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LIMITACIONES PROGRESIVAS A LARGO PLAZO

CON EPISODIOS GRAVES INTERMITENTES Trayectoria: Enfermedad crénica
Al Principalmente insuficiencia con exacerbaciones intermitentes
cqrdiojp.ulmonqr (aprox. 25%), y muerte “repen’rinq” (CI‘iSiS)
enf. crénicas progresivas
§ Edad media: en torno a 85 anos
g ___________________________________ Dependencm Modelo de atencién: Gestion de
:S_’ la enfermedad con educacién al
paciente e intervenciones rdpidas
Baja

cuando se precisen

Tiempo

»
| o

Necesidades de atencidn especificas:

Educacién para el autocuidado;

Prevencién, reconocimiento temprano y manejo de las exacerbaciones para
minimizar los ingresos hospitalarios;

Mantenimiento de la funcionalidad;

Ayuda a la toma de decisiones sobre intervenciones con bajo rendimiento;

J.Judez (v. 05/13) —

Planificar escenarios de posible muerte repentina



_aris Fragilidad de larga duracién

N DETERIORO PROGRESIVO PROLONGADO Trayectoria: Funcionalidad muy
ta
o , . pobre con un largo y lento
Principalmente anciano fragil y . o i
demencia (aprox. 40%, la deterioro (multiples patologias,
T mitad con deterioro cognit.) convergencia de otras
2 .
5 trayectorias)
5
£ Dependencia Edad media: > 85 aios
L
Modelo de atencién: Cuidados de
Baja Muerte

soporte de larga duracion

Tiempo >

Necesidades de atencidn especificas:

Planificar la atencién de larga duracién y previsibles futuros problemas a
afrontar;

Evitar intervenciones no-beneficentes y potencialmente maleficentes;

Asistencia y soporte para cuidadores de larga duracién;

Atenciodn institucional fiable cuando se precise

J.Judez (v. 05/13) —



\./
)I(

” [ ]
_kayres — Trayectorias de enfermedad
Alta TRAYECTORIA
I N ATENCION Deterioro rapido en Enfermedad cronica Funcionalidad muy
S =~ N e SANITARIA pocas semanas o con exacerbaciones
5 , , pobre con un largo
= meses antes de intermitentes y muerte .
= , “ A y lento deterioro
S morir repentina” (crisis)
o >
% Atencu_)n ble.n Gestion de la
e coordinada; enfermedad con
Modelo de integracion con educacién al paciente e Cuidados de soporte
) atencion dispositivos de intervencioneps rapidas de larga duracion
Baja cuidados paliativos P

J.Judez (v. 05/13) —

Tiempo

S

cuando se precisen

cuando se precisen

Necesidades de
atencion
especificas

Maximizar la
continuidad;
planificar un posible
deterioro rapido, con
cambios en las
necesidades y
eventual muerte;
soporte a la atencién
domiciliaria para el
manejo de sintomas,
necesidades agudas
de los cuidadores y
soporte al proceso
de morir

Educacion para el
autocuidado; prevencion,
reconocimiento
temprano y manejo de
las exacerbaciones para
minimizar los ingresos
hospitalarios;
mantenimiento de la
funcionalidad; ayuda a la
toma de decisiones
sobre intervenciones con
bajo rendimiento;
planificar escenarios de
posible muerte repentina

Planificar la atencién
de larga duracion y
previsibles futuros

problemas a
afrontar; evitar
intervenciones no-
beneficentes y
potencialmente
maleficentes;
asistencia y soporte
para cuidadores de
larga duracion;
atencion institucional
fiable cuando se
precise
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Annals of Internal Medicine

Por la mejora de la calidad

| AcapEMIA AND CLINIC

The Ethics of Using Quality Improvement Methods in Health Care

Joanne Lynn, MD; Mary Ann Baily, PhD; Melissa Bottrell, PhD, MPH; Bruce Jennings, MA; Robert J. Levine, MD; Frank Davidoff, MD;
David Casarett, MD; Janet Corrigan, PhD, MBA; Ellen Fox, MD; Matthew K. Wynia, MD, MPH; George J. Agich, PhD;

Margaret O'Kane, MHA; Theodore Speroff, PhD; Paul Schyve, MD; Paul Batalden, MD; Sean Tunis, MD; Nancy Berlinger, PhD, MDiv;
Linda Cronenwett, PhD, RN; J. Michael Fitzmaurice, PhD; Nancy Neveloff Dubler, LLB; and Brent James, MD, MStat

Quality improvement (QI) activities can improve health care but
must be conducted ethically. The Hastings Center convened leaders
and scholars to address ethical requirements for QI and their rela-
tionship to regulations protecting human subjects of research. The
group defined QI as systematic, data-guided activities designed to
bring about immediate improvements in health care delivery in
particular settings and concduded that Ql is an intrinsic part of
normal health care operations. Both clinicians and patients have an
ethical responsibility to participate in Ql, provided that it complies
with specified ethical requirements. Most QI activities are not hu-
man subjects research and should not undergo review by an insti-

tutional review board; rather, appropriately calibrated supervision of
QI activities should be part of professional supervision of clinical
practice. The group formulated a framework that would use key
characteristics of a project and its context to categorize it as Ql,
human subjects research, or both, with the potential of a custom-
ized institutional review board process for the overlap category. The
group recommended a period of innovation and evaluation to
refine the framework for ethical conduct of QI and to integrate that
framework into clinical practice.

Ann Intern Med. 2007;146:666-673.
For author affiliations, see end of text

www_annals.org
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Getting services right for those

sick enough to die

A model based on common trajectories of illness and associated care needs would improve the
care of people with serious illness in the last phase of life, say Sydney Dy and Joanne Lynn

Most people believe their lives will be relatively
healthy, punctuated by episodes of illness that last no
more than a few weeks. On the rare occasions that we
think about dying, we imagine short and overwhelm-
ing illness in old age. Healthcare systems are designed
as if disability and ill health were aberrations, rather
than a phase that lasts months or years near the end
of our lives, despite the contrary evidence all around
us. Because of improvements in sanitation, lifestyle,
and medical care, only a small proportion of people in

Sydney Dy assistant
professor of health policy and
management

Joanne Lynn senior scientist
Johns Hopkins University
Broadway, Baltimore, MD
21205, USA, and RAND,
Arlington, Virginia 22202, USA
Correspondence to:

S Dy sdy@jhsph.edu

as home support and reliable transfers, often are not
readily available or are unreliable. We have found it
useful to identify the common patterns of care needs
over time while living with fatal illnesses (often called
“trajectories”) and to design services to fit them.

The trajectories

The clinical course of patients with eventually fatal
chronic illness seems to follow three trajectories,
described in more detail elsewhere.! ! 1? These trajec-
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Ocho (8) grupos poblacionales con
servicios adaptados a las necesidades de
cada grupo:

- Con buena salud

- Con necesidades materno-infantiles

- Con enfermedades agudas

- Con enfermedades cronicas estables

- Con discapacidad severa pero estable
- Con salud inestable cerca de |la muerte
- Con fracaso organico (multi-)sistémico
avanzado

Con fragilidad de larga duracion

Using Population Segmentation to Provide
Better Health Care for All: The “Bridges
to Health” Model

JOANNE LYNN, BARRY M. STRAUBE,
KAREN M. BELL, STEPHEN F. JENCKS,
and ROBERT T. KAMBIC

Centers for Medicare and Medicaid Services, U.S. Department of Health

and Human Services

The model discussed in this article divides the population into eight groups:
people in good health, in maternal/infant situations, with an acute illness, with
stable chronic conditions, with a serious but stable disability, with failing health
near death, with advanced organ system failure, and with long-term frailty. Each
group has its own definitions of optimal health and its own priorities among
services. Interpreting these population-focused priorities in the context of the
Institute of Medicine’s six goals for quality yields a framework that could shape
planning for resources, care arrangements, and service delivery, thus ensuring
that each person’s health needs can be met effectively and efficiently. Since this
framework would guide each population segment across the institute’s “Quality
Chasm,” it is called the "Bridges to Health” model.

Keywords: Health care reform, community health planning, health services
needs and demand, person-focused health.

:1 RoSSING THE QuALITY CHAsM (IOM 2001A) ENVISIONED AN
approach to health that focuses on the individual person or pa-
tient and met six specific aims for care: it must be safe, effective,

efficient, patient centered (i.e., meets the patient’s desires and prefer-

ences within the care delivery environment), timely, and equitable.

Address corvespondence to: Joanne Lynn, Office of Clinical Standards and
Quality, CMS, 7500 Security Blvd., Baltimore, MD 21244-1850 (email:
Joanne.lynn@cms.hhs.gov).

The Milbank Quarterly, Vol. 85, No. 2, 2007 (pp. 185-208)
No claim to original U.S. government works.
© 2007 Milbank Memorial Fund. Published by Blackwell Publishing.
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TABLE 1

Population Segments with Typical Patient Examples

Population

Patient and Services

1. Healthy

2. Maternal and
infant health

3. Acutely ill

4. Chronic
conditions,
normal function

Mr. Smith, a 37-year-old carpenter, usually books an
appointment with his primary care physician each
year around his birthday for an annual checkup and
necessary screenings. He also may contact his
physician’s office for acute, self-limiting problems
such as a sore throat.

Mrs. Brown, a 26-year-old waitress, had regular contact
with her gynecologist for contraception and general
health monitoring until deciding to become
pregnant. A year later, she sought fertility treatment
and had monitoring through normal pregnancy and
delivery. Her newborn’s checkups and immunizations
follow national guidelines.

Tom Jones, an 18-year-old high school student, broke
his femur while playing football. An ambulance
promptly transported him to the local emergency
room. Following an uneventful surgical procedure,
Tom received physical therapy to rehabilitate his leg
and maintain his body strength. He returned as the
team quarterback eight weeks later.

Mrs. Gomez, a 49-year-old teacher, has hypertension
and disbetes. While she has taken classes to learn how
to reduce her risks and control these conditions, she
still finds that both are occasionally out of control
and then makes an appointment with her physician,
whose office sends her reminders for immunizations,
regular checkups, and monitoring for possible
complications.

5. Stable but serious Mr. White, 2 56-year-old telemarketer, also is a former

disability

paratrooper who is quadriplegic from a gunshot
wound to the neck. He lives with his brother in an
extensively adapted spartment and has a paid side for
personal care. He has a motorized wheelchair and
transportation for shopping and outings. He has been
suicidal at various times and often has urinary tract
infections. He uses a medical home team for
continuity and comprehensive coordination of
services, and he and the team work from a negotiated
plan of care.

(Continued)
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TABLE 1—Comtrmued

Population Patient and Services

6. Short period of  Mrs. Black, a 68-year-old realtor, found she had
decline before metastatic ovarian carcinoma a few months ago and is
dying now fatigued and losing weight. After several

unsuccessful treatment regimens, she has accepted
hospice services, and friends and hospice staff ensure
that she can stay home to the end of her life. The
hospice clinicians manage pain and other symptoms
aggressively, and she is able to direct the completion
of her life to her own satisfaction.

7. Limited reserve  Mr. Simon, & 75-year-old executive, lives with severe

and exacerbations  activity limitations due to emphysema. He has home

oxygen and a complex regimen of drugs and
treatments. He and his family have learned how to
manage his condition but also have a nurse
practitioner on call 24/7 for guidance or for urgent
home visits. He has a care plan that specifies a
time-limited trial of ventilator use and no

resuscitation.
8. Frailty, withor ~ Mrs. Evans, an 88-year-old former homemaker, has
without dementia with incontinence, inability to walk or to
dementia communicate verbally, and a serious pressure ulcer.

Although her daughter provides most of her care,
Mrs. Evans attends adult day care three days a week
for full baths, dressing changes, diversion, and
caregiver relief. The local senior service agency helps
with monitoring needs and coordinating services. The
daughter has suthority to make decisions and has
decided to forgo resuscitation and to avoid
hospitalization unless essential to comfort.
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TABLE 2
Characterizing Population Segments by Health Priorities

Population Priority Concerns for Major Components of IOM/AHRQ/FACCT
Characteristics This Population Health Care Goals for Health Care
1. Healthy Longevity, by preventing accidents, Physicians’ offices, health clinics, Staying healthy

illness, and progression of early occupational health, and health

stages of disease informartion available to the public
2. Maternal and infant Healthy babies, low maternal risk, Prenatal services, delivery, and Staying healthy

healch control of fertility perinatal care; fertility control and
enhancement

3. Acutely ill, with Return to healthy state with minimal Emergency services, hospitals, Getting wdl

likely return to health

4. Chronic conditions,
with generally
“normal” function

5. Signifiant but
relatively stable
disability, including
mental disabilicy

6. "Dying” with short
decline

7. Limited reserve and
serious exacerbations

8. Long course of decline,
from dementia and/oe

frailey

suffering and disruption

Longevity, limiting disease
progression, accommodating
environment

Autonomy, rehabilitation, limicing
progression, accommodating
environment, caregiver support

Comfort, dignity, life closure, caregiver
support, planning ahead

Avoiding exacerbations, maintaining
function, and specific advance
planning

Support for caregivers, maintaining
funcion, skin integricy, mobility,
and spexific advance planning

physicians’ offices, medications, or

shore-term rehabilicar ive services
Self-management, physicians’ of fices,

hospitalizations, and ER visits

Home-based services, environmenral
adapration, rehabilitation, and
institutional services

At-home services, hospice, and
personal care services

Self-care support, at-home services,
24/7 on-all access to medical
guidance, and home-based care

Home-based services, mobility and care
devices, family caregiver training
and support, and nursing facilities

Living with illness or
disability

Living wich illness or
disability

Coping with illness at the

end of life

Coping with illness at the

end of life

Coping with illness at the

end of life
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Opportunides for Healch and Qualicy as Defined by che Six IOM Aimsand the Eighe Populaton Segments
Effective Patie nc Cente red Timely Equimble
(No Need less Efficient (No Helplesness or (No Need less (No Unjuscif ied
Safe (No Harm) Builu res) (No Waste) Unjustified Routines) Delays) Variation)

1. Healthy Minimal and known  Primary preventive  Noadministrative Lifestyle reflects Caonvenient and Equul access to health
risk from false actions and redundancy or informed fes ponsive care services; equal
positive or fale interventons €xcess; no prefe e nces; 24/7 «cheduling; no access w healchy
negative evidence-based ineffec dve tesdng access to clinical waiting for healch lifeseyle choices,
screenin gs screenings; and screening guidance and CiLTE Services; health educacion,

evidence-bused use information; immediate acces and maintemnce;
of short-term services reflect to results of opportunities
. medications patents goals, wreenings, tailored
Q concerns, and immediate access simmaton; CLAS*
S situacions to clinical
> guidance and
- information
C'| 2 Mamemaland Minimaland known  Evidence-bnsed Backup experts Informed and shared  Coavenient and Equal access to healch
-8 infant healch risk fmom false prenacal care, available; planned decisions rsponsive cire services; equal
® positive or false delivery, and mpid cmosfer of ref lecting parencs’ scheduling, no access o healthy
o negative postrutal care; seriously il values (constrained  waiting for health lifestyle choices,
c screenings; no evidence-based newborrs; by legal limits) Cure services; health education,
S pernatal o peimary and evidence-hansed immediare access and main e mnce;
3 matemal injury or secondary fertilicy services w e les of cests; opporcunit ies
g deach from healch preventive immediare access tailomed o
| care; minimal interventions for to clinical situation; CLAS";
o) infertility; no both mother and guidance and equl opportunity
Z undesired child ocher information; for important
3 pregoancy timely education treacments
> and support; mpid
O trarsfers when
3 needed
- (Comtinued)
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TABLE 3 —Comtinued
Hfective Pacient Cencered Timely Equitable
(No Need ks Efficient (No Helplessness or (No Needkess (No Unpstified
Safe (No Harm) Failures) (No Waste) Unjustified Routines) Delays) Variation)
3. Acutely ill but No medication errors; no  Evidence-based No administrative Shared decision Little waiting; adequate  CLAS®; equul
curable surgical emrors diagnoss and red undancy or making; patient notice of expected opportunity for
minimal and known treatment;, delays, no and family events important
risk of complicacions of  effective redundant services informed, care in rearments
diagnoss/treatment symptom best setting for
prevention and patient
relief
4. Chronic Minimal and known rsk  Evidencebased Care continuum Lifestylereflecting  Liccle waiting for healch  CLASY, equal
conditions, from false positive and secondary and MU GEMEnt Across nformed cure services, adequarce opportun xy for
genenlly false negative primary multiple providers decisions; notice of expected important
normal screenings; minimal prevention and self-monitored events; convenient and treacments
function and known nsk from rehabilication care; patient and responsive scheduling;
diagnos & /trearment family educacon immediate access to
opeions, no medication test resules, clinical
erroes guidance, and other
informaton; short
time © diagnosis and
creacment for positive
screens and worsening
conditions
5. Stable, No medicagon or transfer  Relmble peronal  Communicy-based Self-care codegree Timely mobilicy devices  CLAS®; equal
sgnificant errocs, mliable, skilled,  cam; effective ervices, mgular possible; quick msponse to opportunicy for
disabilicy responsive personal rehabilbicacion; assessment and care caregiver services  intercumrent problems important
(often not care, sife environment,  appeopeiace planning, care and support reacments, no bias
elderly) including safe prevention coardinated among due to disability
equipment; safe and screenings and all providers and
timely cranspocmaon inErwen gons peronal caregivers;
family caregiver

training and support
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6. Short period o Avoiding interventions

decline near with net harm;
death (mostly ad herence to
cancer) negonared rearment

decisons; touned staff

7. Exacerbarions, No medxation errors, sfe  Prevention of

Pain and sympecom  Home-based care;,

prevention and avadance of unduly
relief; emotional burdensome
and spiritual treacments
suppoct;
consideration of
survival limits in
decision making

Care plan cailored o
exacerbations living sitwtion and
and aggressive survival limits,
treacment of including erials of
eady treatment;
exacerbations, peevention of
maonitonng to exacerbations
prevent
exacerbations

Home-based care;  No unwarmnted

medical treatments;
Lrvices in

accord ance with
advance care plan

nutritional
suppoct; reliable
facilicy care when
needed, support
for caregivers;
appropriate
preventive
services; comfort
and respect

Advance care

Care inaccord with  Home-based cure, 2417
on-call team with mpid

prefe rences;
self-directed life respanse to home for
closure; advance cries

care planning;

bereavement

support; life

clasure

couneling and

support

Decisions in accord  Rapid response to home

with informed
prefe rences,
including
advance care
planning for
contingencies;
247 access to
cam

bemeave ment
support

for cnises; immed iate
access to medical
guidance

Home evalwmtionand
treatment avaikible
congsent with promptly, 24/7 mpid
patient’s wishes;, response to home for
resolution of crises

fimily issues;
support of family
camgivers

planning

CLAS* equal

opportun xy for
important
treacments and
[pporave service s,
no bias dueto
persoral
charactenstics

CLAS* equal

opportunity for
important
trearments and
supporave services,
no bias duerto
persoral
charactenstics

CLAS"; equul

opportunity for
imporeant
rearments, no bias
dueto perscnal

charactenstics

organ system medical equipment;
< failure safe environment;
g avoiding inerwndons
N with pec harm
RV
0
C
Q
(O]
s
o
=
9| 8Long Safe environment; no
3 dwindling pressure ulcers,
2 course (mestly restraints, or avoidable
3 frailey and injury from falls,
L demencia) minimal medication
a advese effects; no
S~ [P
LN tmrsfer injuries
o
=
N
()
©
=

Nae: "CLAS = cultunlly and linguistically appropriate services.
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- Menos énfasis en el entorno de provisién de servicios

Mdas énfasis en las necesidades de los grupos de poblacidon que
compdrten patrones agrupables (eficiencia, acceso)

- Menos énfasis en las decisiones individuales
(seguirdn siendo importantes).

Mds énfasis en un modelo de “rutinas asistenciales” que encajen
mejor con las necesidades de los pacientes (“piloto
automdtico”)

Integracion de servicios, necesidades, recursos, herramientas
tecnolégicas
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