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evelopment of Public Health Priorities for
nd-of-Life Initiatives

aya K. Rao, MD, Jeanne Alongi, MPH, Lynda A. Anderson, PhD, Larry Jenkins, MPH, George-Ann Stokes, MEd,
ary Kane, MS

bjective: Recently, end-of-life (EOL) issues have captured the attention of the public health
community. This study reports a project to help state health departments better under-
stand their potential role in addressing EOL issues and develop initial priorities for EOL
activities.

ethods: The project involved two studies. Study 1 (October 2002 to September 2003) involved a
concept mapping process to solicit and organize recommendations from key stakeholders.
Concept mapping integrates qualitative group processes with multivariate statistical
analysis to represent the ideas of stakeholders visually through maps. A key-informant
approach was used to identify stakeholder participants with expertise in aging, cancer,
public health, and EOL. In two meetings, stakeholders used the maps to develop short-,
intermediate-, and long-term recommendations for EOL initiatives. Study 2 (October 2003
to September 2004) involved a modified Delphi process with three iterations to prioritize
recommendations for initial action from among a group of short-term recommendations.

esults: Study 1 resulted in 103 recommendations for EOL initiatives across nine domains. Study 2
resulted in consensus on five initial recommendations from three domains: identifying an
EOL point of contact in state health departments, collecting and analyzing data about
EOL, incorporating EOL principles into state comprehensive cancer control plans,
educating the public about hospice and palliative care, and educating the public about the
importance of advance directives.

onclusions: Diverse perspectives of key public health stakeholders resulted in a series of short- and
longer-term recommendations for EOL action. These recommendations can guide future
efforts by state health departments and other public health agencies to address EOL issues.
(Am J Prev Med 2005;29(5):453–460) © 2005 American Journal of Preventive Medicine
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ecent advances in medical care and prevention
have expanded the boundaries between life and
death and have challenged expectations of how

he end of life (EOL) should be. Periodically during
he past 30 years, EOL issues have been the focus of
ocietal debate, as providers, medical ethicists, policy-
akers, and the public considered the important ques-

ions about what constitutes quality of life at life’s end
nd withdrawal of life-sustaining treatments.1–3 Studies
ndicate that EOL is associated with a substantial bur-
en of suffering among dying individuals4–7 and health

rom the Division of Adult and Community Health (Rao, Anderson),
nd Division of Cancer Prevention and Control (Stokes), Centers for
isease Control and Prevention; School of Medicine, Emory Univer-
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ems, Inc. (Kane), Ithaca, New York
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nd financial consequences that extend to family mem-
ers and society.8–12 Because most deaths occur in
ospitals,13,14 EOL care gained recognition as an im-
ortant clinical issue warranting improvement.15–17

everal organizations have focused on improving
ealth system factors and state policies to facilitate
uality EOL experiences for patients and families.
Despite its demonstrable importance as a societal

ealth concern, EOL has only recently captured the
ttention of the public health community. In the October
002 issue of the American Journal of Preventive Medicine,
ao et al.18 proposed that EOL be recognized as a public
ealth issue and that an agenda be developed that is
elevant to the public health community. Such an agenda
hould consider the work in EOL already performed by
ther organizations,19–21 and involve a process of priority
etting by public health and its partners.18

The public health community consists of federal,
tate, and local health agencies. State health depart-
ents fill a unique link between federal agencies that
und public health activities and local health agencies

4530749-3797/05/$–see front matter
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hat provide direct services to communities.22,23 During
he past 50 years, state health departments’ roles have
volved from collecting health information and main-
aining vital records to promoting healthy behaviors
nd preventing infectious disease outbreaks.22,23

resent-day state health departments manage many
ompeting issues, including long-standing concerns
e.g., cancer prevention) and current issues (e.g., emer-
ency preparedness).
If state health departments were to begin addressing

n emerging public health concern such as EOL, their
ppropriate role must be better understood. This arti-
le describes a project designed to address two specific
uestions. First, what is the role of public health,
articularly state health departments, with respect to
OL issues? Second, what are the critical next steps for

tate health departments regarding EOL?

roject Overview

he Association of State and Territorial Chronic Dis-
ase Directors Program (CDD) is a nonprofit organiza-
ion that focuses on chronic disease prevention and
ontrol at the state and national level. The CDD
onducted this project with funding support from the
enters for Disease Control and Prevention (CDC).
epresentatives of both organizations (JKR, LKJ, JA,
AA, and GAS) formed a steering committee to oversee

he project. An external advisory group, comprised of
xperts in EOL, public health, cancer, or aging issues
see acknowledgments), provided input on project
mplementation and assisted with inviting stakeholders.

The project involved two sequential and inter-related
tudies. Study 1 was conducted from October 2002 to
eptember 2003, and involved a concept mapping
rocess. Study 2 was conducted from October 2003 to
eptember 2004, and involved a modified Delphi
rocess.

tudy 1
ethods

ample. A key informant approach was used to identify
takeholders representing different perspectives re-
arding EOL. The stakeholders were invited based on
heir expertise (i.e., aging, cancer, chronic disease,
ublic health, EOL) and organization (e.g., federal
ealth agency, foundation, state health department,
tc.). The advisory group and steering committee in-
ited a core group of stakeholders (n �48) who, in
urn, asked others to participate. Through this process,
11 stakeholders were invited.

rocedures. Given that there have been no investiga-
ions of public health professionals’ perspectives re-
arding EOL, the use of qualitative methods to elicit

iverse viewpoints was warranted. Concept mapping, o

54 American Journal of Preventive Medicine, Volume 29, Num
hich integrates qualitative processes (brainstorming
nd sorting) with quantitative methods,24–26 was se-
ected because it is designed for use with groups and
vercomes geographic barriers. This method has been
sed in several public health projects,27,28 and is con-
istent with the CDC’s Framework for Program Evalua-
ion in Public Health.29

The concept mapping process25,30 (Figure 1) in-
olves stakeholders in three activities: (1) brainstorm-
ng, (2) sorting and rating, and (3) and interpretation
f concept maps. The stakeholders used a secure
ebsite, mail, or fax to complete the first two activities.
In the brainstorming activity, all 211 stakeholders

ere invited to provide specific ideas to complete the
ollowing statement: “To enhance the lives of seriously
ll, injured, or dying people, a specific thing that the
tate or local health department could do or enable
thers to do is. . ..” Because our goal was to elicit the
roadest set of responses, this statement was worded to

ndicate that death could occur at any age (i.e., “peo-
le” rather than “adults”) and from various causes (i.e.,
seriously ill and injured” rather than “terminally ill”).
ll ideas were submitted anonymously. The steering
ommittee eliminated statements that were redundant,
id not make sense grammatically, or were not directly
elevant to the project aims. This process yielded 124
nique statements.
There were two levels of involvement of stakeholders

n the sorting and rating activity. The core group of
takeholders sorted the 124 statements into categories

igure 1. The concept mapping process.
r themes. They were instructed to use their own

ber 5
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riteria to develop the categories and provide a descrip-
ive label for each category. They also were directed not
o sort all 124 statements into one category, not to make
category for each statement (i.e., 124 categories), and
ot to place one statement in multiple categories. Next,
ll 211 stakeholders, including those who sorted state-
ents, were invited to rate each statement for impor-

ance (1�relatively unimportant to 5�extremely im-
ortant) and feasibility (1�not at all feasible to

mplement to 5�extremely feasible or already doing)
elative to all other statements. Finally, after complet-
ng the ratings, stakeholders provided information on
heir primary area of expertise (e.g., aging, cancer,
hronic disease) and organization (e.g., federal govern-
ent, state health department). No other identifiers
ere collected.
Finally, the core group stakeholders attended one of

wo meetings to interpret the concept maps (see anal-
sis for the development of the maps). They developed
ecommendations based on these maps.

nalysis. Trochim’s method25 was used to develop the
oncept maps. First, a similarity matrix was constructed
or each core group stakeholder who sorted statements.
ach similarity matrix contained 124 rows and 124
olumns, one for each statement. If a stakeholder
orted two statements together, the cell for each state-
ent would contain a 1. If the statements were not

orted together, the cell would contain a 0. Next, a
roup similarity matrix was constructed that combined
he sorting data of all stakeholders (i.e., who sorted
tatements). The group similarity matrix included 124
ows and 124 columns and a summation of the similar-
ty data for all stakeholders.

The group similarity matrix was analyzed using
onmetric multidimensional scaling to create a two-
imensional plot of the 124 statements. This “point
ap” represents the similarity between each statement

s a physical distance. Statements that were most often
orted together are positioned closer together on the
ap. A hierarchical cluster analysis was performed to

artition the 124 statements into groups with similar
hemes. This analysis incorporated the two-dimensional
oordinates (i.e., physical distance between statements)
rom the multidimensional scaling, and resulted in a
eries of clusters containing statements with similar
hemes. Finally, the importance and feasibility ratings
ere averaged across stakeholders for each statement
nd cluster to develop three-dimensional maps. These
aps displayed the average importance and feasibility

atings for each cluster as vertical columns.

esults

ecause the brainstorming was performed anony-
ously, a response rate could not be calculated among
he 211 stakeholders invited to participate in that t
ctivity. Of the 48 core group members who were
nvited to sort statements, 38 (79%) completed that
ask. For the rating activity, 113 (54%) of the 211
takeholders responded, including 38 core group mem-
ers. Stakeholders who rated statements identified
OL (29%), aging (26%), and cancer (22%) as their
rimary areas of expertise. Of the 48 core group
embers invited to the meetings, 27 (56%) attended.
he distribution of expertise among the attendees was

elatively similar to the stakeholders who rated
tatements.

The analysis identified nine clusters (Figure 2) that
est fit the 124 statements regarding EOL issues. The
24 statements are available on the Concept Systems,
nc. website (www.conceptsystems.com). At the meet-
ngs, the core group members selected the appropriate
abels for each cluster. The clusters were named as
ollows: (1) public education, (2) patient education,
3) professional education, (4) help for patients,
5) access to support services, (6) quality of services,
7) funding, (8) policy, and (9) research. Notably,
any statements in the research cluster (e.g., “develop

uality assurance indicators for hospice services”) re-
ated to the other clusters.

The five clusters (Table 1) considered most feasible
elative to other clusters were public education, patient
ducation, research, professional education, and pol-
cy. Notably, although stakeholders rated the funding
luster as the least feasible, they also rated it as most
mportant. Relative to the other clusters, the research
luster was rated as least important.

In the meetings, core group stakeholders also devel-
ped recommendations for EOL-related activities that
tate health departments could perform or enable
thers to perform. They considered the overall impor-
ance and feasibility ratings for each cluster and the
verage importance and feasibility rating of each state-
ent within a cluster when developing these recom-
endations. The stakeholders prioritized the recom-
endations as short term, intermediate term, and long

erm. Short-term recommendations were considered to
e activities that could be implemented within 2 years.
ntermediate-term recommendations were those that
ould be implemented within 5 to 7 years, and long-
erm recommendations could be implemented within
0 years. The stakeholders developed 103 recommen-
ations and prioritized them as follows: short term
n �45), intermediate term (n �39), and long term
n �19). The short-term recommendations are pre-
ented in Table 2 and in the Appendix.

tudy 2
ethods

ample. Twenty-seven stakeholders, most of whom par-

icipated in Study 1, were invited to participate in Study

Am J Prev Med 2005;29(5) 455
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. The distribution of expertise and organizational type
mong this group was relatively similar to that of the
articipants in Study 1.

rocedures. The modified Delphi process is a struc-
ured method that facilitates the development of con-
ensus among experts with diverse opinions.31–34 Two
teering committee members (JA, LAA) managed this
rocess.
The short-term recommendations from the five most

easible clusters (Table 2) were included in the modi-
ed Delphi process. These clusters were (1) public
ducation, (2) patient education, (3) professional ed-
cation, (4) policy, and (5) research. The modified
elphi process consisted of three rounds of rankings.
takeholders were given 2 weeks to respond to each
ound and a 2-week break between rounds. Individuals

igure 2. Point map displaying the arrangement of the 124 b

able 1. Importance and feasibility ratings for the nine clust

Imp

luster name Mean ratinga

unding and financial issues 3.80
rofessional education 3.78
ublic education 3.70
uality of services 3.69
atient, family, and caregiver education 3.65
olicy and planning 3.65
ccess to support services 3.63
elp for patients, families, and caregivers 3.52
esearch, epidemiology, and evaluation 3.46
Importance was rated on a 1 to 5 scale, with higher scores reflecting grea
Feasibility was rated on a 1 to 5 scale, with higher scores reflecting greate

56 American Journal of Preventive Medicine, Volume 29, Num
ho did not respond were not permitted to participate
n subsequent rounds.

Stakeholders received a worksheet that provided the
roject background, definitions for the five clusters,
nd the short-term recommendations within each clus-
er. In each round, they identified their top five public
ealth priorities for the next 2 years. That is, among the
ecommendations, stakeholders chose five statements
hat they believed should serve as the initial priorities,
nd ranked them from 1 (highest ranking) to 5 (lowest
anking). The Round 2 worksheet contained the fre-
uency of top five rankings (1 to 5) that each statement
eceived in Round 1. The Round 3 worksheet included
he following information for each statement: the total
umber of top five rankings in Round 1 and frequen-
ies of individual rankings (1 to 5) in Round 2.

tormed statements into nine clusters of end-of-life activities.

entified in the concept mapping process

ce rating Feasibility rating

Rank relative to
other clusters Mean ratingb

Rank relative to
other clusters

1 2.86 9
2 3.35 4
3 3.61 1
4 3.29 6
5 3.42 2
6 3.33 5
7 3.24 7
8 3.09 8
9 3.38 3
ers id

ortan
ter importance relative to other clusters.
r feasibility relative to other clusters.

ber 5
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nalysis

or each round, the stakeholders’ rankings were col-
ated, and the individual frequencies of 1 to 5 rankings
ere calculated for each statement. Any statement that
as not ranked in the top five by any stakeholder was
xcluded from subsequent rounds. After Round 3,
ecommendations that had the highest levels of agree-
ent were identified.

esults

wenty-three of 27 invited stakeholders agreed to par-

able 2. Five most feasible clusters and short-term recomme

luster and short-term recommendations

ublic education
Educate public about availability of hospice and palliative
Educate public about importance of advance directives an
Establish an information clearinghouse on EOL issues for
Facilitate the dissemination and distribution of educationa

different channels (e.g., media, library, etc.).
Integrate EOL into existing chronic disease educational m
Partner with palliative care/EOL organizations to identify

materials relevant to the population served and services
atient, family, and caregiver education
Encourage people to talk about EOL issues with their fam
Make informational resources on EOL available in all phys

agencies
Provide culturally appropriate materials to families.
Provide educational training across chronic disease progra

dealing with EOL.
Support the use of living wills, healthcare agents, family co

esearch, epidemiology, and evaluation
Assess supply of healthcare workers who can provide quali
Collect, analyze, and share data about EOL through state

Factor Surveillance System.
Identify the most important EOL services and assess the co

services.
Perform an assessment of current status of EOL in the stat
Study barriers to EOL care (reimbursement, eligibility, qu

rofessional education
Educate physicians and healthcare workers on EOL issues.
Identify palliative care/EOL experts within the state, regio

resources.
Include workshops on EOL issues in conferences.
Integrate palliative care principles into chronic disease ma
Provide EOL and grief education/training for state public

olicy and planning
Assess state statutes regarding the EOL.
Create a state-level expert panel on pain management and
Encourage pain assessment policies and practices for all n

care homes.
Identify a chronic disease point person within the state he

EOL efforts with relevant activities (aging, cancer, etc.).
Identify legislative barriers to care.
Incorporate EOL care into state comprehensive cancer co
Inform the legislature about things that could be done to
Request that the state medical licensure board review guid

OL, end of life.
icipate in the modified Delphi process. Twenty-one w
takeholders (91%) completed all three rounds of
ankings, with two members completing Rounds 1 and
only.
In Round 1, 13 of 29 recommendations received 1 or
votes in the top five; nine received �6 votes (range 6

o 11). Because all 29 recommendations received �1
ote, none were excluded. In Round 2, eight recom-
endations received 1 or 2 votes, and five received �6

otes. Six recommendations received no votes and were
xcluded. In Round 3, a total of eight recommenda-
ions received 1 or 2 votes, and five received �11 votes
range 11 to 18). Thus, the following five priorities

ons included in modified Delphi process

Final top five
ranking

Rank Percent

lthcare proxies. 4 57
hcare providers and general public. 5 52
erials and messages through

ls.
rally appropriate educational
ble within the state.

d providers.
s offices, clinics, and home care

r family members and persons

t procedures, and organ donation.

L care.
s, such as the Behavioral Risk 2 76

nity’s ability to deliver these

g., state report cards).
access).

nation to serve as educational

ent.
h staff.

ative care.
homes, foster homes, and board/

epartment to coordinate/liaison 1 86

plans. 3 62
ve EOL care in the state.

s on pain management.
ndati

care.
d hea
healt
l mat

ateria
cultu
availa

ily an
ician

ms fo

nsen

ty EO
survey

mmu

e (e.
ality,

n, or

nagem
healt

palli
ursing

alth d

ntrol
impro
eline
ere identified (Table 2): (1) identifying an EOL point
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f contact in state health departments, (2) collecting
nd analyzing data about EOL, (3) incorporating EOL
rinciples into state comprehensive cancer control
lans, (4) educating the public about hospice and
alliative care, and (5) educating the public about the

mportance of advance directives and healthcare prox-
es. All were ranked in the top five by �50% of the
takeholders (range 52% to 86%). There were no
ifferences in rankings of these five priorities by public
ealth professionals compared to non–public health
rofessionals.

iscussion

his article describes the perceptions of public health
takeholders on the role that state health departments
ight play in addressing EOL issues. State health

epartment actions best fit within nine clusters, and the
oles for addressing EOL issues were considered feasi-
le and important by stakeholders. A summary35 of the
ndings was shared with the project participants, state
hronic disease directors, and others, was also pre-
ented at several national conferences, and is posted on
he CDD website (www.chronicdisease.org).

Relative to the other clusters, it is interesting that the
unding cluster was rated the most important, but was
lso considered least feasible by stakeholders. The
mportance ratings likely reflect the attitude (and real-
ty) that funding is an important driver for implement-
ng new initiatives in state health departments. On the
ther hand, the feasibility ratings may also reflect
udgetary constraints at the state and federal levels that
tate health departments have encountered in admin-
stering existing programs. The steering committee
hose to include the most feasible clusters in the Delphi
rocess to develop priorities that potentially could be

mplemented within existing resources and allow state
ealth departments to demonstrate some early success

n this area.
Notably, the nine clusters identified in Study 1 are

onsistent with the core public health functions23 as
utlined by the Institute of Medicine in 1988. For

nstance, the research, public education, and patient
ducation clusters are consistent with the assessment
unctions of monitoring population health and provid-
ng health information. The professional education,
elp for patients, quality of services, and access to
upport services clusters are consistent with the assur-
nce functions that link people to necessary personal
ealth services. Similarly, the funding and policy clus-

ers are compatible with the policy functions of promot-
ng partnerships and policies to solve health problems.

Given these consistencies, it is not surprising that
hese recommendations within the clusters are also
ompatible with the core public health functions. For
xample, “collecting and analyzing data on EOL issues”

s consistent with the assessment function. Similarly, a

58 American Journal of Preventive Medicine, Volume 29, Num
encouraging pain assessment policies and practices in
acilities” is compatible with the regulatory functions
hat support individual and statewide health efforts.
nterestingly, many recommendations, particularly
hose that focus on educational efforts or ameliorating
nancial barriers to EOL care, are also consistent with
ther consensus-based recommendations.15,19,36–38

hese consistencies are likely related to the diverse
xpertise and organizational affiliations among the
takeholders who submitted ideas and developed
ecommendations.

Several factors should be considered when reviewing
ur findings. These results should not be interpreted as
epresenting all views of those who work and focus on
OL issues. The stakeholder group also included indi-
iduals involved with state-level funding and policy
mplementation as well as others who focus on other
ealth concerns. Although nearly 30% of the partici-
ants were EOL experts, the remainder had expertise

n other relevant fields, such as aging, cancer, or public
ealth. This balance of participants was chosen because
tate health departments and other public health agen-
ies were the intended audience for our results.

Another consideration is that a single focused ques-
ion was used to determine the role of states in address-
ng EOL issues. The question did not specify a partic-
lar state of health (e.g., terminally ill), form of
esponse (e.g., hospice care), or responsibility. The
ack of specificity resulted in a set of general recom-

endations that warrant further refinement and elab-
ration within public health programs that have an

nterest in addressing EOL issues. Further work focus-
ng on people with a specific health condition or in a
articular situation (e.g., in the intensive care unit)
ould generate recommendations that are more spe-
ific for those circumstances.

Finally, the dynamics of participating over the Inter-
et asynchronously is a qualitatively different experi-
nce than participating in a typical mailed survey. An
nonymous web-based brainstorming activity provides
ittle control over who actually participates, and this

ay have affected participation rates and the content of
ubmitted ideas in Study 1. On the other hand, partic-
pants reported that the web-based system was easy to
se, particularly for the brainstorming activity. Those
ncomfortable with the computer interface had the
ption of submitting suggestions by mail or fax.
The findings direct us toward several initial priorities

or state health departments and other public health
gencies in addressing EOL issues. One benefit of the
eetings convened for Study 1 was the identification of

elationships between EOL experts and stakeholders with
xpertise in cancer, aging, and public health issues. These
elationships should be explored in the context of the
OL priorities identified in this project. For example, the
ebate regarding the Schiavo case suggests that a “teach-

ble moment” exists regarding the importance of advance

ber 5
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irectives. Public health agencies might play a role in
elping to inform the public on this issue. Such initiatives,
hich were identified as important by stakeholders, may
e best achieved through partnerships with groups exter-
al to state health departments. Another benefit of this
ork is that public health programs can begin implement-

ng the initial recommendations and address the longer-
ange recommendations later, as appropriate. Further-
ore, because they were developed by stakeholders with

iverse perspectives, the recommendations are expected
o provide guidance to various groups interested in ensur-
ng a more inclusive approach to EOL by all sectors of
ealth care.
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ppendix
Clusters and short-term recommendations not included in
odified Delphi process

unding and financial issues
dentify existing funding sources that could be expanded to

include EOL issues (e.g., in cancer, heart disease,
diabetes grants, etc.).
ollaborate with other public and private organizations/
agencies to seek and use funds.

artner with other private/public organizations that have
dedicated staff (i.e., to leverage funds and avoid state
hiring freezes).

nventory services provided to people who will die in the
next year.

dentify appropriate EOL partners for funding.
dentify or develop tools to help providers integrate

hospice patients into Medicaid program.
elp for patients, families, and caregivers

ntegrate EOL into family caregiver networks.
dentify and promote approaches to increase EOL services

utilization.
esignate a social services contact or EOL navigator to link
patients, families, and caregivers to hospice, home
healthcare, financial services, etc.

ink state health department activities and programs such
as healthy aging, or cancer with state and local caregiver
programs.
uality of services
onvene training workshops on EOL quality measures.

dentify and define quality measures and standards of
services for EOL.

dentify or develop tools to help providers screen for
hospice eligibility.

artner with health resources and services administration to
implement palliative care in quality improvement efforts
across all diseases in community health centers.
ccess to support services
evelop a strategic plan with critical partners to address the
following topics: access to care, coordination of care,
children and adolescent issues, and symptom
management.

nclude children’s issues in EOL priorities.

OL, end of life.
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