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—xw—Foreword

In keeping our promise to improve the health and health care of all Amer-
icans, the Robert Wood Johnson Foundation has developed an impact
framework that sets long-, medium-, and short-term objectives for each
of our priority areas." Over the past few years, we have become increas-
ingly sophisticated about using all of our resources to achieve these objec-
tives. Although writing checks may be central to our work, we have many
other tools at our disposal. Among them are what I call “the five Cs” of
effective philanthropy, and the way we employ them can be seen through-
out this volume of The Robert Wood Johnson Foundation Anthology. The
five Cs are:

n Communicating. The Foundation has always placed a high
value on sharing the results of our work and that of our
grantees.” Historically, we have emphasized speaking
through our grantees. Now we are trying to speak with our
grantees, to be more open in our communications about our
own objectives, and to ensure that different audiences get
the information they need in a form that they can use and
from a source they can trust. The chapter by Susan Krutt
and David Morse (Chapter Nine) illustrates the ways in
which the Foundation fosters transparency and public
accountability. It is complemented by the discussion of
Cover the Uninsured Week, a series of communications
campaigns designed to keep the uninsured in the public’s
consciousness, in Robert Rosenblatt’s chapter (Chapter
Three) on the Foundation’s efforts to promote health
insurance coverage.

vii
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FOREWORD

n Convening. The Robert Wood Johnson Foundation has used

its prestige and its influence to bring together people who
might not ordinarily be in the same room. Perhaps the best
recent example is our convening of what we call the “strange
bedfellows,” discussed in Chapter Three, which brought
together health insurance experts with differing positions to
see whether they could agree on an approach to covering the
uninsured. Although they do not agree on a single approach,
the strange bedfellows do agree on some general principles
and are continuing to explore options to achieve those prin-
ciples. On a local scale, under the Free to Grow program,
examined by Irene Wielawski in Chapter One, community
leaders working with the Head Start program were able to
mobilize residents with varied interests who were all con-
cerned about drug and alcohol abuse by young people in
their community.

Coordinating. Although it takes time, requires considerable
interpersonal skills, and too often is unrewarded, coordina-
tion among multiple stakeholders, especially other funders,
is essential. A deft touch is required, and no one has had a
defter touch than legendary grantmaker Terrance Keenan,
whom we honor in Chapter Eight. In fostering the growth
of nurse practitioners and physician assistants, the Founda-
tion, through Keenan, was able to work with and coordinate
the efforts of the federal government, academic medical cen-
ters, and the nursing profession, among others. As noted by
the chapter’s author, Digby Diehl, the Foundation, under
Keenan’s tutelage, developed the Local Initiative Funding
Partners program, in which the Robert Wood Johnson
Foundation collaborates with local foundations in funding
projects that they have identified. Students Run LA,
described by Paul Brodeur in Chapter Seven, is a prime
example of an effective project funded through the Local
Initiative Funding Partners program.

Connecting. Individual grants become more powerful when
one grant builds on another and when the lessons from one
project inform others. Continuity and connectivity are often
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the hallmarks of a well-executed strategy. One of the roles
the Foundation plays is connecting the dots—helping
grantees see how their own work fits into a larger scheme to
meet bigger objectives. In their chapter on healthy aging
(Chapter Two), Robin Mockenhaupt, Jane Isaacs Lowe, and
Geralyn Graf Magan demonstrate how a group of seemingly
disparate grants are in reality elements in a larger strategy, or
series of strategies, to improve the health and well-being of
older Americans. Similarly, in Chapter Six, Victor Capoccia
discusses the evolution of the Foundation’s approach to
combating drug and alcohol addiction and how individual
grants reflect and advance the Foundation’s strategies.

m  Counting. Monitoring progress by using rigorous and ap-
propriately timed indicators is critical to knowing whether
change is taking place. This has long been a hallmark of
the Robert Wood Johnson Foundation. Chapters in earlier
volumes of the Anthology have discussed the Foundation’s
research and evaluation efforts and the work of grantees such
as the Center for Studying Health System Change.> # In this
volume, Marsha Gold and her colleagues Justin White and
Erin Fries Taylor at Mathematica Policy Research write about
their evaluation of the Medicaid Managed Care Program.
The chapter (Chapter Five) illustrates not only the impor-
tance of timely assessments but also their value in providing
an empirical basis for shifting the emphasis of a program.

The use of the five Cs—combined with a sixth C, cash—can be pow-
erful indeed. Perhaps the best example of the Foundation’s using the Cs
strategically is its work to reduce smoking between 1990 and the present.’
The challenge for the Robert Wood Johnson Foundation is to employ all
the tools available to it aggressively and purposefully. If we do so, we
greatly increase our potential impact and the likelihood of achieving long-
lasting returns in health and well-being.

Princeton, New Jersey Risa Lavizzo-Mourey
October 2005 President and CEO
The Robert Wood Johnson Foundation



X

FOREWORD

Notes

1.

5.

See the Foundation’s Web site for a listing of the Foundation’s portfolios and
teams (www.rwjf.org).

. Karel, E “Getting the Word Out’: A Foundation Memoir and Personal Journey.”

To Improve Health and Health Care 2001: The Robert Wood Johnson Foundation
Anthology. San Francisco: Jossey-Bass, 2001.

. Knickman, J. “Research as a Foundation Strategy.” 7o Improve Health and Health

Care 2000: The Robert Wood Johnson Foundation Anthology. San Francisco:
Jossey-Bass, 1999.

. Newbergh, C. “The Health Tracking Initiative.” 7o Improve Health and Health

Care, Vol. VI: The Robert Wood Johnson Foundation Anthology. San Francisco:
Jossey-Bass, 2003.

Isaacs, S. L., and Knickman, J. R. “Field Building: Lessons from The Robert Wood
Johnson Foundation Anthology Series.” Health Affairs, 2005, 24(4), 1161-1165.



~w~Editors’ Introduction: Still Swinging
for the Philanthropic Fences?

Since its beginning as a national philanthropy in 1972, the Robert Wood
Johnson Foundation has been in the business of fostering social change.
To a great extent, whether it has done so or not has been measured by its
effect on policy, particularly at the federal level. A Foundation-funded
program that leads to a new law or federal funding is considered the
equivalent of hitting a home run.

The idea of a philanthropic home run being determined by the fed-
eral government’s adoption of a new law or policy runs smack into the
dominant political and economic belief system of our day—that market
forces are the best, and perhaps the only, way to bring about change and
that government, especially the federal government, should play a mini-
mal role at best. In this environment, it is fair to ask whether it is reason-
able to expect the government to pick up and expand programs that the
Foundation started. In baseball parlance, should the Foundation continue
to swing for the fences?

The Robert Wood Johnson Foundation Anthology may be able to shed
some light on these questions and provide a historical context from which
to approach them. The Anthology attempts to give readers an under-
standing of what the Foundation did, why it did it, and what it and others
have learned from the experience. Some of what has been learned has to
do with the process of going from demonstration projects to policy change
and determining when, where, and how it is possible.

In the 1970s, the Robert Wood Johnson Foundation developed a model
on which its reputation was based for many years. It funded large demon-
stration projects—testing an idea or variations of an idea in a number of

xi
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locations—in the hope that the federal government would adopt the idea,
expand it nationwide, and give it continued funding. At a time when peo-
ple believed that it was government’s role to improve their well-being (and
that government could do a good job at it), this approach worked in a
number of cases.

One of them was the development of an emergency medical services
system. Working hand in glove with the federal government at a time
when hearses, because of their ample leg room, doubled as ambulances,
the Foundation funded demonstration projects that led to the creation of
the system of emergency care we have today.! It was a home run. Another
home run was the establishment of the fields of nurse practitioners and
physician assistants. In the early 1970s, with the expectation that national
health insurance was just around the corner, the Foundation tested differ-
ent approaches to making sure that trained personnel would be available
to meet the expanded need for care, including a new category of what was
called at the time “physician extenders”: nurse practitioners and physician
assistants. Employing an approach built around demonstration projects
but also including a large training component, fellowship programs, and
even the formation of professional societies, the Foundation was able to
work with and influence the federal government to promote the training
and deployment of nurse practitioners and physician assistants.”

With the election of Ronald Reagan in 1980, the social and political
landscape changed dramatically. Government, especially the federal gov-
ernment, was seen as part of the problem, not part of the solution. The
solution was considered, by and large, to be the market. Funding of social
programs devolved to the states through block grants, and the likelihood
that the federal government would pick up even a successful pilot pro-
gram diminished significantly.

Still, the Foundation did hit some home runs in the 1980s. One of
them was the Health Care for the Homeless Program, funded jointly by
the Robert Wood Johnson Foundation and the Pew Charitable Trusts,
through which thousands of homeless people received health assessments,
services, and referrals through primary care clinicians located in shelters.’
The program became the template for the hundreds of clinics supported
in many cities under the 1987 McKinney Act, the major federal legisla-
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tive response to homelessness. Another was the AIDS Health Services Pro-
gram, which between 1986 and 1991 tested a San Francisco community-
based model of providing prevention and treatment services. As one of
the few foundations funding AIDS services, the Robert Wood Johnson
Foundation worked closely with federal officials in planning, imple-
menting, and evaluating the program. The program provided the basis
for the Ryan White Act of 1990, the primary federal AIDS legislation.*

The change in Washington during the 1980s prompted a rethinking
of strategy at the Robert Wood Johnson Foundation. Although Wash-
ington remained a focus of the Foundation’s efforts, more attention was
given to state governments and to organizations outside of government.
For example:

m A pilot project in Florida that provided health insurance to
children through their schools blossomed into a statewide
program that was then picked up by half a dozen other

states.’

m The Dental Training for the Care of the Handicapped pro-
gram (which began in the 1970s), in which eleven schools
of dentistry incorporated services for handicapped patients
in their curricula, led to the American Dental Association’s
decision to include care for the handicapped as a specific
teaching area to be evaluated during accreditation site visits.
During the 1980s, programs for instructing dentists in how
to treat handicapped patients were started in virtually all of
the nation’s dental schools.®

m In 1978, the Foundation funded an experiment in Elmira,
New York, conducted by David Olds, under which trained
nurses visited disadvantaged pregnant women during their
pregnancy and for a period of time after birth. The experi-
ment was repeated with various permutations in other loca-
tions through the 1990s. During this time, the idea of nurse
home visitors caught on and was adapted by at least four
state governments (Colorado, Hawaii, Missouri, and Okla-
homa) and was taken nationwide on a limited basis with
funding from Ronald McDonald House charities.”
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With the fall of the Berlin Wall in 1989 and the collapse of the Soviet
Union, the triumph of the market was unchallenged, and social change—
in the health field and elsewhere—was built around market forces. In that
context, the prospect of health care reform, based on competing managed
care organizations, dominated the early 1990s. The possibility of health
care reform provided the Foundation with an opportunity to hit a game-
winning home run—to parlay the many years of demonstration projects,
research, and leadership training it had funded into national health pol-
icy. Health care reform at the national level did not, of course, materialize,
and its failure was followed by a wave of privatization and consolidation in
the industry.

With the potential home run having been caught, as it were, on the
outfield warning track, the Foundation turned to a different approach to
expand insurance coverage. Rather than trying to catalyze governmental
change, it assisted the implementation of existing government policies
and programs. The Covering Kids Initiative, for example, supported Med-
icaid and the State Children’s Health Insurance Program by letting fam-
ilies of eligible children know that they could enroll their kids in these
government programs.® It evolved into Covering Kids & Families, which
sought to help states to expand coverage not only to children but to other
eligible family members. The Medicaid Managed Care Program attempted,
among other things, to improve the way state governments purchased
medical services for their Medicaid populations.” At the same time, the
Foundation did not give up on the idea of promoting affordable health
care coverage for all. It funded research on national health insurance
options, convened meetings of key players, and to keep the issue alive in
the public’s consciousness, developed an annual communications cam-
paign called Cover the Uninsured Week.'

In the 1990s, the Foundation also developed new strategies to bring
about social change in the context of its initiatives to reduce smoking and
to improve end-of-life care. Success in these endeavors was measured not
only by policy change—although that remained important—but also by
changes in the public’s attitude and in the behavior of individuals. This
called for a wide-ranging approach, one that evolved during the decade.
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Tobacco control illustrates the variety of means used by the Founda-
tion. In 1991, at the urging of the Foundation’s new president, Steven
Schroeder, the board adopted a new goal of reducing the harmful effects
and irresponsible use of alcohol, drugs, and tobacco. With respect to
smoking, the Foundation gave a series of grants to strengthen the research
base and develop a corps of tobacco-policy researchers. Foundation-sup-
ported tobacco research focused largely on policy; it funded research, for
example, which found that tobacco taxes reduce smoking among
teenagers.!! Complementing its scholarly initiatives, the Foundation
funded the Center for Tobacco-Free Kids, a high-profile Washington,
D.C., advocacy group, which played a visible role during the tobacco-
settlement negotiations and which worked with state organizations to
reduce young people’s access to cigarettes.'? It funded the SmokeLess
States program, housed in the American Medical Association, which
helped state coalitions improve tobacco-control policies, particularly those
focused on raising tobacco taxes and reducing secondhand smoke." In its
efforts to help people stop smoking, the Foundation funded the develop-
ment of tobacco-cessation standards, which were adopted by the federal
government and used as a tool for businesses to measure the quality of
managed care organizations.' The breadth of the Foundation’s tobacco-
control strategy is suggested by its funding of programs targeted at get-
ting pregnant smokers to quit, publicizing the dangers of secondhand
smoke, making counseling on tobacco cessation a normal component of
preventive care in HMOs, and persuading young people not to start using
chewing tobacco. In sum, the Foundation’s approach to tobacco-control
was a comprehensive one that worked on many levels to bring about pol-
icy, systems, and behavioral change.”®

The Foundation adopted a similar wide-ranging approach toward
end-of-life care in the mid-1990s after a large Foundation-funded research
study found that the wishes of hospitalized terminally ill patients and their
families were routinely ignored.!® It funded initiatives that developed pal-
liative care programs at major medical centers, increased the attention
given to end-of-life care in medical and nursing textbooks, produced a
series of articles in medical and nursing journals, and organized coalitions
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of people working to improve end-of-life care."” Its efforts, and those of the
Open Society Institute, led the New York Times to conclude, “The sharp
increase in research on death demonstrates the growing power of philan-
thropy almost to create an academic field.”™® In fact, the efforts of the two
foundations helped advance the field inside and outside of academe.

In the 2000s, it became clear that market forces would continue to
dominate political and economic thinking and that the role of govern-
ment—at least the federal government—would continue to be minimized.
The federal government’s deficits led budget cutters to apply the axe to
social programs, and financially strapped state governments were forced
to cut back on social programs such as Medicaid."” Not promising terrain
for a foundation seeking to be an impetus for government policies or pro-
grams directed toward social change!

Under the impetus of Risa Lavizzo-Mourey, who became the presi-
dent and chief executive officer of the Robert Wood Johnson Foundation
in January, 2003, the organization developed an “impact framework” that
articulates its long-, medium-, and short-term goals. With one exception—
the coverage team that seeks “enactment of a national policy ensuring sta-
ble and affordable coverage for all by the year 2010”—the goals set by the
Foundation are not targeted toward government. For example, the child-
hood obesity team, which has set a goal of cutting the percentage of over-
weight children by half by 2015, plans to do so by working with schools
and communities, funding policy research, and developing communica-
tions strategies. The disparities team, whose goal is reducing racial and
ethnic disparities in the care of targeted diseases by 2008, is working with
health care plans, providers, and purchasers.

As Dr. Lavizzo-Mourey notes in her foreword to this volume, the
Foundation is now working to bring about social change by using a vari-
ety of approaches—what she terms “the five Cs.” Not only is it funding
research, training, advocacy, public-private partnerships, and communi-
cations, it is also using its influence to bring people together, generate
partnerships, coordinate a variety of efforts, and give prominence to issues
it judges to be important.

A similarly broad strategy has been associated with some of public
health’s success stories. In areas as different as auto safety, lead-free gaso-
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line, fluoridated water, and tobacco control, change was brought about
through a combination of research, advocacy, media attention, and legal
and regulatory action.”’

To answer the question with which we began: Yes, it is possible for
the Foundation to hit home runs—to affect major policy change at the
federal level. But in the prevailing economic and political circumstances,
it is difficult. This does not imply giving up on improving U.S. govern-
ment policy, but it does signify the need to use all the means available to
the Foundation and to consider all levels of government and nongovern-
ment as opportunities to foster social change. Although it is still possible

to hit a home run, one can also score with singles, doubles, and deft

baserunning.

San Francisco Stephen L. Isaacs
Princeton, New Jersey James R. Knickman
October 2005 Editors
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CHAPTER

1

Free to Grow

Irene M. Wielawski

Editors’ Introduction

Preventing substance abuse through a preschool program may seem, at first
glance, like a strange approach. But this is precisely the strategy behind the Free
to Grow program, which has supported fifteen Head Start programs in organiz-
ing coalitions of families and social service agencies to reduce substance abuse in
their communities. The program’s organizers recognized that families with young
children wanted their children to grow up in a safe, nurturing environment and
that Head Start was a natural locus for parents and social service agencies to col-
laborate on projects that would improve the life of the community and ultimately
reduce substance abuse.

One reason for using local Head Start programs to house Free to Grow
was the hope that if the coalitions proved successful, the national Head Start pro-
gram might adopt the program and continue its funding. This hope has not been
realized, however, as financial belt-tightening has hit the Head Start program na-
tionally. Ironically, the criminal justice agencies—rather than health, education,
or substance abuse agencies—have shown the most interest in the model.
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Free to Grow is one of a number of initiatives that the Robert Wood
Johnson Foundation has funded to address drug and alcohol addiction—initia-
tives that are discussed elsewhere in this volume.! In some ways, Free to Grow is
similar in approach to Fighting Back, another large Foundation-supported effort
built around the development of community anti-drug coalitions. However, Free
to Grow’s more general community development approach and its home in the
Head Start program distinguish it from Fighting Back. The author of this chap-
ter, Irene Wielawski, a former investigative reporter for the Los Angeles Times
and now a freelance journalist specializing in health and health care issues, is a
frequent contributor to the Anthology series.

1. Capoccia, V. “The Evolution of the Robert Wood Johnson Foundation’s Approach
to Alcohol and Drug Addiction.” To Improve Health and Health Care, Vol. IX:
The Robert Wood Johnson Foundation Anthology. San Francisco: Jossey-Bass,
2006.

2. Wielawski, I. “The Fighting Back Program.” To Improve Health and Health
Care, Vol. VII: The Robert Wood Johnson Foundation Anthology. San Francisco:
Jossey-Bass, 2004.
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o one in Owensboro, Kentucky, expected Foust Elemen-

tary School to set records for achievement. With a student body of mostly
poor children from the city’s crime-ridden West End, Foust had consis-
tently ranked near the bottom on statewide reading, writing, and science
proficiency examinations for fourth-graders.

In 1999, the Foust students showed some improvement in their
scores, but not enough to alter local opinion. In 2000, the scores went up
again, but some people still saw the improvement as a statistical fluke. An
even bigger jump came in 2001, and the next year, and the year after that.
By 2004, no one could dispute the validity of Foust’s upward trend. In
writing improvement alone, Foust had reached the top 5 percent of
schools statewide—and was poised to meet the proficiency goals of the
Kentucky Department of Education six years ahead of schedule. Herald-
ing the achievement, the Owensboro Messenger-Inquirer called Foust’s
2004 gains “huge.”" A Kentucky Department of Education spokeswoman
said they were nothing short of “amazing.”

Why amazing? Because the Foust student body contains every so-
cioeconomic handicap that historically correlates with subpar school per-
formance—as well as with substance abuse and other harmful behavior
later in life. Extreme poverty is one of these handicaps. In 2004, some 96
percent of the Foust students qualified for federal free or reduced-price
school lunches, compared with an average in Kentucky schools of 52 per-
cent. Many of the students also come from single-parent homes in neigh-
borhoods riven by street violence, drug dealing, and other social ills. They
may have little supervision during nonschool hours, and are more likely
than privileged children to come to school anxious and exhausted. Given
such conditions, “amazing” is hardly too strong a description of the Foust
students” achievement.

Accounting for it, however, is more complicated, given the myriad
influences on children’s ability and their readiness to learn. Studies show
that the conditions of early childhood have far-reaching consequences not
only for achievement in school but also for later in life. So-called envi-
ronmental risk factors can predispose a child to harmful behavior such as
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drug and alcohol abuse. The risks identified by social scientists include
severe poverty, transience, substance and other abuse in the home, neigh-
borhood mayhem, and early school failure. Mitigating these risks are so-
called protective factors that augment children’s resilience in the face of
adversity. Protective factors include high intelligence and positive emo-
tional bonds within the family and the neighborhood and among peers.?

Children born into difficult circumstances aren't without resources.
Many public and private agencies share a mission to help them. The work
of these agencies, however, is often piecemeal, because of numerous poorly
coordinated and sometimes competitive institutional mandates and fund-
ing streams. Professionals within these agencies—teachers, social workers,
pediatricians, police officers, and youth counselors, to name a few—com-
monly express frustration at being able to do only part of the job. The
question naturally arises: might coordinating these risk-reduction activi-
ties across the agencies involved while simultaneously working to build re-
silience yield greater long-term success?

This was the challenge—and the ambition—of a wide-ranging anti-
drug-and-alcohol experiment launched by the Robert Wood Johnson
Foundation in partnership with the federal Head Start preschool program.
Called Free to Grow: Head Start Partnerships to Promote Substance-Free
Communities, it was authorized in 1992 for testing in six pilot commu-
nities and expanded in 2000 to fifteen demonstration sites. The Founda-
tion committed more than $14 million over thirteen years: $5.4 million
for the five-year pilot phase, $1 million for a process evaluation of phase
one, $4 million for the four-year demonstration phase (through 2005),
and another $4 million for evaluation of the demonstration phase. Addi-
tional support for the program comes from the Doris Duke Charitable
Foundation ($2.9 million) and for the evaluation from the Office of
Juvenile Justice and Delinquency Prevention of the U.S. Department of
Justice ($1 million).

Free to Grow provides no direct service to Head Start youngsters. In-
stead, it brings together broad-based community partners in efforts to
strengthen families and communities, thereby addressing the young child’s
overall environment. The program is based on a body of research that
identifies family and neighborhood characteristics that can heighten or
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moderate the risk of substance abuse and other harms. Guided by this re-
search, Free to Grow fosters partnerships among existing community and
family service organizations, police, and government agencies to mitigate
the threats to children and uses the structural framework of Head Start
to reach needy families and neighborhoods.

The program defines threat broadly. Obvious threats—addicted or
abusive family members, for example, or roving street gangs—share at-
tention with subtler threats, such as vermin-infested housing, lack of su-
pervised after-school programs, and hostility between neighborhood
residents and police. Free to Grow, as a result, stands apart from tradi-
tional substance abuse prevention efforts such as DARE, through which
police officers visit schools to teach children about the dangers of drugs,
alcohol, and tobacco. Many of Free to Grow’s activities are only tangen-
tially related to substance abuse; the program’s portfolio includes initia-
tives against crime, negligent landlords, unemployment, adult illiteracy,
language barriers, even traffic problems. Residents in one target commu-
nity credit Free to Grow with helping them get stop signs installed at a
dangerous intersection. That the signs had no immediate impact on the
local methamphetamine trade is beside the point. The theory of Free to
Grow holds that when impoverished families and communities believe
they can change things for the better—like making an intersection safer,
for instance—the neighborhood will gather the resolve to purge itself of
other problems.

Judith Jones, clinical professor at the Mailman School of Public
Health at Columbia University and founding director of the National
Center for Children in Poverty, is director of the Free to Grow national
program office. The principal investigator of a national evaluation of the
program’s fifteen-site demonstration phase is Mark Wolfson of the De-
partment of Public Health Sciences at Wake Forest University School of
Medicine. The evaluation is funded through 2006. This isn’t long enough
to answer the question of whether Free to Grow interventions adopted
during the preschool years increased protective factors sufficiently to alter
patterns of substance abuse during the teen years. Instead, the evaluation
is tracking change in the mixture of family and community risk and pro-
tective factors across Free to Grow sites, and comparing these sites with
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comparable communities whose Head Start agencies did not participate
in Free to Grow.

—xw— The Genesis of Free to Grow

How an undertaking as diffuse as Free to Grow came to be embraced in
1992 by the Robert Wood Johnson Foundation and the signature gov-
ernment antipoverty program, Head Start, is best understood in historical
context. America’s drug problem was major news at the time—a problem
that had been made worse by crack cocaine’s devastating impact on inner-
city families and neighborhoods during the 1980s. At Head Start, teach-
ers were seeing that impact in the behavior of three- and four-year-olds
in their classrooms—and on Head Start’s prospects for readying these chil-
dren for kindergarten. At the Robert Wood Johnson Foundation, mean-
while, staff members were scrambling to respond to a new president’s call
for innovative approaches to reduce the harm from alcohol, tobacco, and
drug abuse.

Steven Schroeder, who served as Foundation president from July
1990 until December 2002, remembers being asked, during interviews
for the job in 1989, what he would do differently. “I said, “Well your mis-
sion is health and health care, but you are only doing health care.”
Schroeder suggested adding substance abuse initiatives to the mission for
two reasons. First, drugs, alcohol, and tobacco are harmful to health,
which puts substance-abuse interventions squarely within the mission to
improve health and health care. Second, the field needed innovation. Pri-
vate philanthropies, Schroeder argued, have greater latitude than govern-
ment “to try some new approaches.”

As president, Schroeder was given the go-ahead. He launched a re-
structuring of funding priorities to prune the Foundation’s many health
improvement ventures to only those defined by three broad categories:
access to health care, chronic illness, and the new one: substance abuse.
An immediate problem was lack of in-house expertise in alcohol and drug
abuse prevention and treatment. Staff members schooled in other disci-
plines headed to the library to get up to speed. Free to Grow was one of
several prevention-oriented initiatives to come out of this era. Its chief ar-
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chitect was Marjorie Gutman, a social psychologist and, at the time, a
Foundation program officer. She worked with Nancy Kaufman, who had
recently joined the Foundation as a vice president, on early conceptual
versions of Free to Grow.

“We wanted to do something for high-risk kids, and we wanted to
get in earlier than the usual time, adolescence,” Gutman recalls. “The the-
ory was that if you could alter the trajectory early enough, it might make
a difference.” But how to reach these high-risk youngsters, and at what
age? Gutman was inspired by research from the mental health field on
pediatric emotional and behavioral disorders (a risk factor for substance
abuse), some of which emerged as early as preschool.

“Suddenly we thought, ‘Oh my gosh, Head Start”” Gutman recalls.
“The Foundation is big on infrastructure, and our challenge was to get
this idea past the exploration stage. Head Start seemed like it would max-
imize a lot of potential. There was a huge national infrastructure, and
Head Start’s mission—in addition to a focus on early childhood educa-
tion—encompasses health and family and neighborhood.”

From Head Start’s point of view, Free to Grow was “a natural part-
ner,” says Sarah Greene, president and chief executive officer of the Head
Start Association, a not-for-profit organization that supports and serves
as an advocate for the 1,670 local Head Start agencies serving 900,000
low-income preschoolers nationwide. The concept fit with Head Start’s
holistic approach to children and families as well as with an operating style
that sought partnerships with existing social and health service agencies
to meet preschoolers’ needs. Free to Grow’s designers hoped to build the
network of partnerships so family and community needs might also be
met. A rough outline emerged from discussions between Head Start and
Robert Wood Johnson Foundation staff. “One of our local responsibili-
ties is to assess the family and make whatever changes are necessary to as-
sist the child and that family,” Greene says. “The Robert Wood Johnson
Foundation’s goal to rid these neighborhoods of drug abuse was a perfect
fit for what we do, because so many of our children grow up in neigh-
borhoods stricken with violence.”

A 1992 article published in Psychological Bulletin provided the theo-

retical framework for Free to Grow.” It described how prevention science
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could be applied to reduce substance abuse by teenagers and young adults.
Essentially, it outlined an approach similar to the comprehensive public
health measures typically deployed against infectious disease. Direct action
to contain or neutralize the threatening bio-organism is accompanied by
efforts to boost public protection, such as vaccination, better diet, im-
proved hygiene, and so on. In the context of reducing illegal drug abuse,
this comprehensive approach means targeting not only drug dealers but
also conditions in neighborhoods—abandoned buildings, for example—
that attract the drug trade, and conditions in peer groups and families that
may predispose individuals to substance abuse. Richard Catalano, Jr., of
the University of Washington, coauthor of the 1992 study, who has pub-
lished widely in the field of substance abuse prevention, is chairman of Free
to Grow’s evaluation advisory panel.

—w— Building the Structure

Because the main ideas behind Free to Grow were untested, the program’s
leaders decided to roll them out in distinct phases, refining assumptions
along the way. “There really was no research to support this,” says Judith
Jones, the national program director, who brought many years of work
with disadvantaged communities and children to her leadership. “We
knew we were going to have to wait until the Head Start kids were teen-
agers to see if any of this works.”

The first phase got under way in 1994 with two-year grants of about
$300,000 each to six Head Start programs in urban and rural settings cho-
sen to develop models to test Free to Grow’s prevention theory. By 1996,
five of the sites showed sufficient promise to be awarded three-year im-
plementation grants of approximately $600,000 each. The sites were Rio
Piedras, Puerto Rico; Compton, California; Colorado Springs, Colorado;
Washington Heights, New York; and Owensboro, Kentucky, where Foust
Elementary School is located.

The sites came up with various strategies to strengthen families and
communities. Strategies to strengthen families included assessment and case
management, referral as needed to counseling or treatment, parent educa-
tion classes, peer mentoring and support groups, and transition assistance
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for families moving from Head Start, which is very hands-on, to elemen-
tary schools, which are less so. Strategies to strengthen communities in-
cluded organizing residents and existing groups to survey neighborhood
needs (as opposed to bringing in outsiders to do the job), working together
on solutions, building leadership skills, and fostering partnerships among
existing local agencies. The partnerships were crucial, since Free to Grow
by itself has no services to offer. From the outset, program leaders wanted
to avoid the pitfall of many grant-funded programs that serve poor people
for a while and then disappear when the money runs out. As a conse-
quence, collaborations in this pilot phase varied tremendously from site to
site, depending on available local resources and the quality of existing re-
lationships. Across sites, however, two partners jumped out from the pilot
phase as critically important assets: schools and police. The schools weren't
surprising, since they share Head Start’s education mission. But the inter-
est and the enthusiasm of police was unexpected. As the program played
out, police would surpass local educators as Free to Grow’s strongest allies
and advocates. The finding in the pilot phase was strong enough for the
Foundation and national Free to Grow leaders to require police and school
representatives as ‘core partners’ in planning, governance, budget alloca-
tion, and implementation of demonstration projects.

The Foundation solicited applications for phase 2—the “demonstra-
tion phase”—in early 2000, with grant awards made to the selected Head
Start programs in June 2001. Conceptually, Free to Grow now had more
rigid guidelines. Besides requiring schools and police on the governance
team, the call for proposals “strongly recommended” that applicant Head
Start agencies recruit their local substance abuse treatment agency. In ad-
dition, these partners were suggested:

m Family guidance agencies
m Mental health agencies

m Community-based prevention coalitions and community
action groups

m Employment training programs

m Local youth service organizations
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Winning applicants were to receive roughly $200,000 from the Foun-
dation over four years, and the grant money had to be matched by
$50,000 annually from local sponsors or extra Head Start dollars. The
first year of the demonstration phase was to be spent in training, devel-
oping action plans, and networking with residents and partners. The next
three years (2002-2005) were to be devoted to implementation. To chan-
nel the potential range of activities to be carried out by grantees, the call
for proposals summarized effective interventions from the first-phase pilot
sites, and required demonstration sites to select from these models and
adapt strategies to their localities.

One hundred twenty-five Head Start agencies sent letters of intent to
apply, and forty-seven of them followed up with full applications. Of these,
the Foundation selected eighteen applicants to receive one-year develop-
ment grants to be used for capacity building, community assessment, and
program start-up. In June 2002, the Foundation selected fifteen sites for
funding of the implementation stage: Phoenix, Arizona; Orange, Califor-
nia; New Britain, Connecticut; Delray Beach, Florida; Wailuku, Hawaii;
Jenkins, Kentucky; Franklin, Louisiana; Lexington Park, Maryland; Lin-
coln, Nebraska; Laguna, New Mexico; Tulsa, Oklahoma; Hermiston, Ore-
gon; Dallas, Texas; Barre, Vermont; and Wausau, Wisconsin.

—w— Themes and Variations

Even though phase-two sites were required to adapt model interventions
from phase one, the sites still had considerable latitude. It could hardly
be otherwise with an undertaking aimed at encouraging and providing
tools for poor families and communities to “take ownership” of their des-
tinies, in the oft-used phrase of Free to Grow leaders. Moreover, the con-
ditions Free to Grow has sought to alleviate differ from one community
to another. Evidence of this abounded at the program’s 2004 annual meet-
ing, at which grantees showed videos of project undertakings ranging from
housing code enforcement campaigns to community picnics to a unique
campaign in Wisconsin to overturn a state law that permits children ac-
companied by parents to drink in taverns. The limitless possibilities of en-
vironmental improvement in deprived families and communities seem to
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infect the participants, leading to field operations that expand in ever-
widening concentric circles around the target problem. How that plays
out is best seen in the experiences of individual sites. Three examples are
offered, one from the 1994-1999 pilot phase and two from the current
2001-2005 demonstration phase.

Owensboro, Kentucky

Owensboro’s Head Start program, a department of Audubon Area Com-
munity Services, was one of the original grantees in Free to Grow’s pilot
phase. Although Free to Grow officially wrapped up here in 1999, Owens-
boro has since found the means to incorporate some elements into the
local Head Start infrastructure while sustaining several of the partnerships
developed under Free to Grow.

Audubon Area Head Start has a bigger operation than most Free to
Grow grantees, with a total of 1,702 preschool slots in fifty-six centers.
Its headquarters are in Owensboro, which is western Kentucky’s largest
city (population 54,000), but jurisdiction extends well beyond the city
limits into many of the towns of surrounding agricultural counties as far
south as the Tennessee border. Tobacco is the local crop and a major
source of employment on farms and in processing facilities like the huge,
windowless U.S. Smokeless Tobacco Company plant in Hopkinsville, a
two-hour drive from Owensboro, in rural Christian County.

The mayor of Hopkinsville, Rich Liebe, speaks proudly of landing big
companies like U.S. Smokeless Tobacco, saying the move from a purely
farming base to an industrial and agribusiness economy has enabled Hop-
kinsville to respond better to the residents’ needs, particularly those of poor
families who depend on public services. Colorful evidence of this is found
in the playgrounds of local housing projects and community parks: new,
crayon-bright swings and slides and climbing equipment dominate what
once were litter-strewn congregating spots for lowlifes, according to offi-
cials and local residents. As a result, tobacco doesn' receive the disapproval
here that it might at the Robert Wood Johnson Foundation or Free to
Grow’s national headquarters in New York City or a Free to Grow site
where tobacco has no impact on livelihood and the tax base. But if tobacco
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quietly drops out of the group of anti-substance abuse initiatives here, it
in no way diminishes local officials’ enthusiastic embrace of partnership
with the Owensboro Free to Grow project, which chose Hopkinsville to
test community-strengthening strategies.

It was in Hopkinsville that getting the four-way stop began changing
attitudes in a part of town where local government and police were rarely
seen as the residents’ allies. East First Street and Greenville Road had for
years been a murderous intersection bordering the Rozell housing project,
a tidy, two-story, clapboard complex for low-income families, most of
them African American. Diagonally across Greenville Road is a small con-
venience store where children from the project buy snacks after school,
and where elderly residents without cars get their groceries. Because
Greenville Road is a major thoroughfare in Hopkinsville, crossing on foot
was always a breathless experience. Trying to get across or to turn into
Greenville from East First was equally tough in a car.

“My best friend was in a car wreck there,” says Arma Jean Rawlins, a
Head Start classroom aide who lives in the Rozell project. Through Free to
Grow, Rawlins got involved with a neighborhood group that was formed
to work with police and city officials on several festering neighborhood
issues, among them the intersection and the dilapidated playgrounds. “I
didn’t know what to expect, but we learned to stick together and keep
pushing,” says Rawlins, whose Free to Grow community work led to her
appointment to the Hopkinsville Housing Authority.

Rawlins credits Mary Lester, Free to Grow’s community outreach
worker, with keeping her residents’ committee focused when setbacks and
bureaucracy sapped their energy and their confidence that “powerful peo-
ple” would respond. Lester herself is a Free to Grow success story. A single
mother of four and a Head Start parent, she never envisioned herself in
the job she’s still doing, six years after Free to Grow officially expired here.
“Oh, no, I did not speak in front of people, no way,” she says, recalling
her reaction to being chosen for the outreach worker job.

Mayor Liebe calls Lester “a circuit-rider preacher” for community ac-
tion. “I began to think she was working for me, she was popping into my
office so often with this idea or that,” he says. “There’s a genuineness in
Mary to help which I responded to.” Lester acted as the communication
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link between Rawlins’s neighborhood group and the mayor’s office. She
also helped residents figure out who, for example, they needed to petition
at the Kentucky Highway Department for the traffic light they wanted at
First and Greenville. She showed them how to research such questions,
using the Internet to locate the relevant branch of state government, ad-
dresses, phone numbers, and procedures for filing requests. It seemed that
victory was imminent when state engineers showed up one day to survey
the intersection. But celebration turned out to be premature. In their re-
port, the engineers said traffic volume wasn't sufficient to meet the state
threshold for stoplights. Mayor Liebe was as irate as residents of the Rozell
complex. More letters and petitions, backed by the mayor’s office and the
police department, went out in the mail—this time addressed to county
officials. It was the residents who came up with this strategic end run, hav-
ing discovered in their research that while red-yellow-green traffic lights
were controlled by the state, county government ruled stop signs and
blinking lights. Today, four stop signs and a blinking light have improved
perceptions of safety in the neighborhood, and stand as evidence to resi-
dents that they're not as powerless as they once believed.

Similar organizing efforts in Owensboro led to improvements in the
city’s West End, where crack cocaine brought mayhem in the early 1990s.
A surge in violent crime, with four drug-related murders in a city accus-
tomed to no more than a single murder a year, brought many calls for ac-
tion. Under the banner of Free to Grow, West End residents welcomed a
community policing program to rid the neighborhood of drug dealers and
their customers. The shared objective provided an opportunity to ease
long-standing tension between West End residents and local police, ac-
cording to Lieutenant Ken Bennett, who headed the community police
unit. “It was an eye-opener,” he says. “As law enforcement officers, we
have zero tolerance for drugs, of course, but we found out there were other
issues the community was concerned about that are quality-of-life issues,
like cracking down on boom boxes and cars roaring through at two in the
morning, getting action on abandoned buildings to board them up, get-
ting the trash picked up.”

Two lessons emerged from the improved dialogue between police and
residents. Police officers discovered that most West End residents were
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law-abiding. The residents learned that they had to be part of the solu-
tion; police couldn’t do it all. This led to vital communication. Residents
monitored license plates and confided to police officers where they be-
lieved illegal activity was taking place. Police followed up, showing res-
idents that they were genuinely concerned about their welfare. It is
interesting that it was traffic control tools and enforcement that brought
noticeable improvement. These included speed bumps and yellow no-
parking paint on curbs within housing projects so drug dealers could be
ticketed for doing business out of their cars, and customers driving in
from elsewhere could be rousted. “We knew we weren’t going to com-
pletely stop the drug trade, but we were not going to allow an open-air
marketplace in Owensboro,” Bennett says.

The fact that Free to Grow offers no services and presents itself solely
as a liaison between Head Start’s families and the larger community helps
cement partnerships with agencies that otherwise might not have collab-
orated because of turf or other competitive concerns, says Aubrey
Nehring, director of Audubon Area Head Start and a member of Free to
Grow’s national advisory committee. In implementing the Free to Grow
pilot project, Nehring needed to hire new staff members, such as Mary
Lester for community outreach, because traditional Head Start doesn't ex-
tend that far. But the other part of Free to Grow, family advocacy, has
been part of Head Start’s structure since the program began in 1965. So
all Nehring had to do was train existing staff members in the theory of
risk and protective factors, and in Free to Grow strategies for strengthen-
ing families. This led to a significant revision of Head Start’s family as-
sessment questionnaire; the model questionnaire developed in Owensboro
is one of the phase-one strategies that has largely been adopted by phase-
two sites. Head Start caseworkers now ask pointed questions about alco-
hol and drug use in the home, violence, child abuse, and mental illness,
and also look at family strengths that can be built upon. “The mentality
of Head Start here before Free to Grow was that every child and every
family was equal and got the same level of service,” Nehring says. “We'd
always done family needs assessments, but we never had an objective scale
to quantify different levels of need and then tailor services to that need.”
Where some Head Start parents need relatively simple referrals for job
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training, perhaps, or English classes, others might be overwhelmed by
problems so severe—homelessness, substance abuse, depression or other
illness—that they need urgent attention from multiple agencies and fre-
quent caseworker visits.

As a preschool program, Head Start’s relationship with needy families
lasts at best two years. This is a short period to turn around addiction or
mental illness, so changes to the family assessment questionnaire led logi-
cally to more dynamic partnerships with local agencies that could help. In
Owensboro and elsewhere, Head Start employees and personnel at part-
ner agencies repeatedly talk of discovering job overlap and mutually use-
ful services that they never knew existed. These collaborative relationships
exist both at the individual level—between a special education teacher at
the local elementary school and a Head Start family advocate, say—and
among agencies. In Owensboro, one lasting result is a dynamic collabora-
tion between Head Start, local schools, and River Valley Behavioral Health,
a federally funded mental health and substance abuse treatment agency
serving seven western Kentucky counties. “Pre-Free to Grow, those rela-
tionships were tangential,” says Gary Hall, River Valley’s executive direc-
tor. “Post-Free to Grow, they've become more formalized. We're more
invested in each other’s programs because we see a common mission.”

New Britain, Connecticut

Forty years ago, New Britain was widely regarded as the jewel of Connecti-
cut’s Precision Valley—so-called for the many factories and skilled metal-
workers who turned out machine and hand tools, springs, bearings, and
other products for the world market. It was a destination for immigrants
and post—World War II refugees secking the American Dream. Many of
them realized it, building single- and multifamily homes in New Britain
and using generous blue-collar wages to send their children to college.
The factories of that era are mostly shuttered today, victims of new
technology and outsourcing to countries with cheaper labor. Better-paid
skilled work has been replaced by minimum-wage service jobs. The boom
years of the 1990s largely bypassed New Britain, and residents and com-
munity leaders see few prospects on the horizon. They’re surrounded
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instead by the evidence of economic decline: derelict buildings, bare-bones
city services, and overcrowded schools. Fewer than half of New Britain
children attend preschool, compared with Connecticut’s average of 75
percent, and school achievement significantly lags behind state and na-
tional norms, according to Merrill Gay, executive director of the New
Britain Discovery Collaborative. Within this context, the local Head Start
program has been fighting to add preschool spots.

New Britain continues to attract immigrants, however. Hispanics have
moved into neighborhoods once inhabited by Polish and other Eastern
European refugees. With the new demographics come some worrisome
trends. “Half the kids under age five are growing up in one-parent homes,
and 62 percent qualify for free or reduced lunch at school,” Gay says.
Families in New Britain’s poor neighborhoods are also moving more than
they used to, causing stress on children and making it difficult for schools,
social agencies, and even programs like Free to Grow to establish protec-
tive beachheads. “If children are moving every six months because the
family is getting evicted, they lose even the stability of being in a consis-
tent school setting,” Gay says. On top of this dislocation is the isolation
that comes from not being able to speak English, further separating these
families from the larger community and its resources. Compared with
Owensboro, Kentucky, which has a stronger economy and a relatively ho-
mogeneous population, New Britain’s Free to Grow program has had to
build its framework almost from scratch. In 2004, for example, two years
into the implementation period, Head Start and local school officials were
still working on a system to share information on Head Start children so
that the results of developmental assessments routinely performed at Head
Start, such as vision, hearing, and cognitive tests, could inform the next
set of teachers. Owensboro already had this in place when the Free to
Grow pilot was launched there in 1994.

Nevertheless, Head Start staff and residents in New Britain credit Free
to Grow networking strategies with quality-of-life improvements that they
say could not have been accomplished through Head Start alone. For one,
the North Oak neighborhood targeted by Free to Grow now has a police
substation as well as a community center, which opened in 2003 in what
was an abandoned Ukrainian social club. After extensive renovations, two
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new Head Start classrooms recently opened in the community center. This
is a boon in a neighborhood where mothers were taking buses to get chil-
dren to more distant Head Start facilities. The community center is seen
as a safe venue for neighborhood gatherings and a convenient location for
recreational and educational programs for adults and children. Two new
Girl Scout troops hold meetings there.

Three blocks up from the community center is the police substation,
a one-story clapboard cottage that is easily the prettiest property in the
neighborhood, with fresh paint, a well-trimmed lawn, and attractive land-
scaping. This handsome substation is a source of pride to local residents
and a symbol of the city’s commitment to their well-being. Ofhcers as-
signed to the North Oak substation hope to become a familiar presence,
both as reassurance to residents and business owners and as a warning to
potential lawbreakers. A prominent Free to Grow partner is New Britain
Weed and Seed, part of a national program established in 1991 by the
U.S. Department of Justice as a multi-agency approach to crime preven-
tion and neighborhood improvement. Its long-range goals are remarkably
similar to those of Free to Grow, although framed in the language of law
enforcement rather than that of family and community empowerment.
A government brochure describing the program reads:

The goals of Weed and Seed are to control violent crime, drug trafficking, and
drug-related crime in targeted high-crime neighborhoods and provide a safe
environment free of crime and drug use for residents. The Weed and Seed
strategy brings together federal, state, and local crime-fighting agencies, social
service providers, representatives of the public and private sectors, prosecutors,
business owners, and neighborhood residents under the shared goal of weeding
out violent crime and gang activity while seeding in social services and economic

revitalization.*

With Weed and Seed focused on the same New Britain neighborhood
as Free to Grow, partnership is a given, says Weed and Seed coordinator
MaryAnn Drury. “If you look at three-, four-, and five-year-olds in poor
inner-city families, they often arent eating,” she says. “Teenagers are hav-
ing babies. The parents often have no education themselves so they can’t
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really help their child with homework.” Weed and Seed workers turn to
the partnership when they come across problems police don’t have the
time or the expertise to handle, such as vermin-infested housing. “You go
into some of these homes, they've got bread stapled to the walls so the
cockroaches won't bite the kids,” says Officer Steven King, who works out
of the North Oak substation and is also the New Britain Police Depart-
ment’s representative to Free to Grow and Weed and Seed, as well as a
DARE officer in city schools.

Partly because King wears so many hats and partly because commu-
nity improvement work doesn’t fit neatly into a nine-to-five schedule, his
workday routinely stretches into the evening—a common experience for
Free to Grow activists and their partners. King attends neighborhood
gatherings to keep up with what’s happening as well as to put himself
where residents shy of police might open up. One evening last fall, he
stood for two hours in the community center hallway, relegated there be-
cause of an overflow crowd in the center’s main meeting room. The oc-
casion was a visit by Representative Nancy L. Johnson, a Republican
congresswoman from Connecticut’s fifth district, who was on a swing
through her hometown and wanted to see the community center and
meet her newest constituents. She’s also a fan of Free to Grow, seeing it
as an interesting experiment in bringing coordination and efficiency to
disparate social services. “I am interested in a far more integrated system
to deliver services to families that are struggling,” she says. “To deliver ser-
vices effectively, you have to think about health care, education, job train-
ing, substance-abuse treatment, everything all at once.”

Despite Johnson’s enthusiasm for Free to Grow, the project director,
Elizabeth Donnellan, had fretted about turnout for the congresswoman’s
visit. Many North Oak residents work several jobs. Others are afraid to
venture out after dark. For weeks beforehand, Donnellan had talked up
the meeting with Head Start parents and assigned Elena Trueworthy, the
project’s bilingual community worker, to spread the word to Spanish-
speaking families. Twenty minutes before the scheduled start time, Don-
nellan paced up and down the hallway, worried that no one would come.
In the meeting room, volunteers laid out platters of rice and beans and
shredded pork for those who might arrive directly from work. People
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began to trickle in, some holding babies and trailed by school-age chil-
dren too young to leave at home. The trickle became a stream. By the time
Johnson arrived, the center was so crowded she could barely get through
the doorway of the meeting room. One by one, people stood up to tell
Johnson why Head Start and Free to Grow were important to them. The
father of two young elementary school boys made his presentation in halt-
ing English, aided by people sitting near him who suggested words when
he faltered. “I proud because my son, he earn, how say it, certificate, Stu-
dent of Month, in school, and he was Head Start kid.” Donnellan slid out
of the room, taking refuge in the hall so she could cry unnoticed. “This
is Free to Grow,” she sobbed happily to Officer King. “I've been with
Head Start for twenty-five years and I never could have imagined this, all
these people coming here, coming together.”

Wailuku, Hawaii

The government seat of Maui, Hawaii, is situated at the northern end of
the island in the town of Wailuku. County offices are here, as are head-
quarters for many agencies, including Maui Economic Opportunity, the
parent organization of the island’s Head Start program. Also in Wailuku is
Kahekili Terrace, a fifty-six-unit public housing project for low-income,
mostly native Hawaiian families. Children growing up here experience
the underside of the world-renowned paradise that draws millions of
tourists to luxurious beachfront resorts, golf courses, and all manner of
waterfront recreation. There are no ocean vistas at Kahekili Terrace—just
an irrigation ditch running along the project’s access road. Before Free to
Grow, that road was choked with cars, some of them abandoned, some
serving as temporary shelter for vagrants, while others served as the busi-
ness offices of dealers in crystal methamphetamine, known locally as ice.
Ice has swept through Hawaii in recent years, with devastating conse-
quences. Officials at the Maui Community Correctional Center estimate
that 90 percent of the inmates have drug habits, and many are incarcer-
ated for drug-related crimes.

Ernie Ramos, a Kahekili resident, says he lost his brother to ice. Hav-
ing watched his brother’s decline, Ramos was upset to see drug dealers
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operating under the windows of project residents. Still, he questioned
what he personally could do about it. The dealers were known to have
weapons; Ramos’s brother had been shot to death. Ramos kept these feel-
ings to himself until one night at a meeting of project residents, when
they surged into the open and into a call for action. The trigger was a sug-
gestion by the housing project manager that residents didn’t care about
the deteriorating conditions at Kahekili. “I told him it was insulting to
say that we didn’t care,” Ramos recalls. His friend Sharon Fernandez was
upset, too, but more about the fact that residents were so cowed. “If we
are going to be afraid, it is only going to get worse,” she told the group.
This was the beginning of the residents’ patrol at Kahekili Terrace, an ef-
fort spearheaded by the Maui Police Department and the local housing
authority and supported by Free to Grow. Fernandez and Ramos were the
patrol’s first members. “We're not vigilantes,” Fernandez explains. “We
just observe and let the police know what’s going on. It’s peer pressure
sometimes, like saying to people sitting outside and drinking and being
loud, “These are your neighbors, why’re you acting like that?””

Residents say the patrol has led to significant improvement at Ka-
hekili. Thanks to an aggressive ticketing and towing campaign by Maui
Police Sergeant Jamie Becraft and Officer Craig Bajadali, the community
policing team assigned to Kahekili, cars no longer park along the access
road, and graffiti and litter are gone as well. Residents say the project feels
safer now, and the improvements have given them an impetus for new
projects. One is a computer lab—the computers have already been do-
nated—so that children from the project don’t lag behind more affluent
classmates in computer skills required for success in school. Another is an
after-school homework program, sponsored by the Boys and Girls Club,
called “power hour,” which Kahekili Terrace will have on-site. Children
participating in the program earn points toward rewards; the Maui ver-
sion is an airplane trip to Big Island for diving and spear fishing. Kahe-
kili Terrace also has its own Head Start classroom, opened as part of Free
to Grow’s community-strengthening investment.

Getting the OK to open that classroom, however, illustrates the dif-
ficulties that can arise in adopting what seems like a straightforward Free
to Grow strategy. The problem at Kahekili Terrace was fire truck access.
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The classroom was too far from existing hydrants to get a school occu-
pancy permit. Clearing the regulatory tangle took two years, according to
the Head Start director, Lyn McNeff. In the end, Head Start paid for the
installation of a hydrant close enough to the classroom to satisfy safety re-
quirements.

Maui’s Free to Grow project also sponsors programs to enable chil-
dren and incarcerated mothers to spend a day together outside the prison
setting—an undertaking that requires partnership with the Maui Com-
munity Correctional Center. The project is also working to address the
lack of affordable housing for island residents. These are all efforts to ad-
dress environmental stresses on children, in the hope of reducing their
risk of substance abuse in years to come.

—w— Conclusion

Free to Grow eludes tidy definition, though its premise is simplicity itself:
children are more likely to succeed in life if they grow up in homes and
neighborhoods that are safe, stable, nurturing, and optimistic.

Most parents intuitively understand this—and want it for their chil-
dren. Most social and political institutions understand it as well. This fun-
damental logic of Free to Grow breeds a contagious level of enthusiasm
among its many partners—parents, neighborhood groups, police, social
service agencies, and others drawn into the collaboration. It’s certainly an
easier sell than substance abuse education or treatment programs aimed
at those already ensnared by alcohol, drugs, and tobacco. Efforts to safe-
guard the innocent young consistently draw broader public support than
those aimed at helping already troubled teenagers or adults escape the con-
sequences of bad choices. This popular—and political—Dbias toward the
still undamaged young is not cynicism so much as human nature. It col-
ors public policy well beyond the substance abuse field. In this context,
Free to Grow’s environmental interventions easily win converts. Things
like better housing-code enforcement, neighborhood cleanup, traffic
safety, and supervised after-school programs have obvious benefit to chil-
dren, families, and communities, even if the stated long-term goal of Free
to Grow—Tless drinking, drug taking, and smoking—remains elusive.
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Implementing Free to Grow, however, isn’t simple at all. Even in the
relatively controlled environment of a demonstration project, Free to
Grow quickly ballooned to encompass a dizzying array of interventions.
Evidence of this abounded at the program’s 2004 annual meeting, where
phase-two grantees presented videos showing Free to Grow in action in
their communities. One could pick out a common theme or technique
here and there, but the larger impression was of a kaleidoscope of ap-
proaches, many of them unique to the conditions and the resources of a
specific community. This decentralized program structure is consistent
with Free to Grow’s goal of empowering families and communities to ef-
fect their goals rather than imposing standards and priorities from the out-
side. The latter structure offers efficiency and a better shot at measurable
results, especially in the context of a short-term, grant-funded experiment.
Free to Grow seeks to plant the seeds for self-improvement in a way that
continues to bear fruit after grantmakers withdraw.

That has proved to be the case in Owensboro, Kentucky, where the
local Head Start program permanently incorporated the Free to Grow
family assessment, in which caseworkers aggressively probe for drug ad-
diction and other problems and direct parents to helpful community re-
sources. The impact on this phase-one project six years after Free to Grow
funding ended also is evident in continuing robust partnerships among
agencies that previously worked on parallel—and sometimes competi-
tive—tracks. Local leaders describe Free to Grow’s role as similar to that
of case managers for patients with complicated illnesses requiring the at-
tention of many specialists working in concert. “You have all these sys-
tems in play: the police department does its thing, the schools do their
thing, social services do their thing, but no one talks to the other agen-
cies all working in the same neighborhood and sometimes with the same
people,” says Owensboro Police Lieutenant Ken Bennett. “With Free to
Grow, we acted in a lot of ways like brokers for services from other city
departments, like the housing-code enforcement or traffic enforcement.”

In Kentucky and elsewhere, however, questions linger about the ef-
fectiveness of specific Free to Grow interventions, how best to deploy lim-
ited resources at the community level, and how to track impact. There’s
also discussion about whether Head Start is the best vehicle for such a
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wide-ranging social change project. The national evaluation is expected
to shed light on many of these questions, but it’s not designed to address
the cost-benefit question—a key one for policymakers as well as budget-
minded agency directors. At this writing, it’s also unclear whether phase-
two Head Start test sites will have the means to incorporate Free to Grow
when Robert Wood Johnson Foundation funding runs out this year. Sarah
Greene, the National Head Start Association’s president and CEO, says
the program is strapped for cash. Now budgeted at $6.1 billion, it has suf-
fered a sharp decline since 2000 in appropriations for innovation, staff
development, and other enhancements. Most Head Start agencies, ac-
cording to Greene, are scrambling simply to sustain core services against
rising costs. “It is a lot of work and it is costly, especially the family ser-
vice part and intensive case management,” Greene says of Free to Grow.

Free to Grow’s costs go beyond dollars and cents. Local Head Start
directors say it also exacts a human toll. This suggests yet another loose
end as the demonstration project draws to a close: how to sustain the pas-
sion that everyone involved in Free to Grow—from national program
leaders to local foot soldiers—says is necessary to sell the message of self-
improvement, community building, and interagency cooperation. Carmen
Nicholas, Head Start director in Palm Beach County, Florida, a phase-
two Free to Grow site, says she has had to deal with burnout, especially
among family service workers. Traditionally, these workers have come
from the ranks of Head Start mothers. Nicholas and other directors say
Free to Grow imposes quasi-professional duties on people who live in the
same impoverished communities and may be friends, neighbors, or rela-
tives of the very people theyre obligated to question about drug use, do-
mestic violence, and other family dysfunction. Beyond the awkwardness
of uncovering these problems in a social peer is the sometimes long and
frustrating road to alleviating them.

“It’s hard work, and not all of these problems are quickly or easily
solved, so my staff sometimes suffers heartache over failures,” Nicholas
says. “There’s also an element of danger in questioning people about drug
use. As director, I have had to do stress management in a number of ways,
such as rotating people to lighter duties when I see them struggling with
too many cases involving families with overwhelming needs.” Finally, she
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must continually refresh her own passion for Free to Grow in order to sus-
tain the vision in her staff of 300, who are spread among thirty preschool
sites in Palm Beach County. “Free to Grow requires continuous training of
workers,” Nicholas says. “And some of them can’t handle it or leave for
better paying jobs, so there is constant staff turnover as well.”

Head Start and Free to Grow aren inseparable. Just as Free to Grow’s
community partners have found common ground, so might the program
find another platform for its family- and community-strengthening strate-
gies. The Justice Department’s Weed and Seed program comes to mind,
as do outreach projects of community development agencies. Indeed, the
principles of collaboration and shared expertise that underpin Free to
Grow ultimately lead back to the research world. The amazing perfor-
mance of Foust Elementary School’s fourth-graders provides a tantalizing
illustration.

Half of the children who contributed to the rising test scores started
out as Head Start preschoolers targeted by Owensboro’s Free to Grow pro-
gram since 1996. Interventions were guided by a body of research on risk
and protective factors for substance abuse, and improved school perfor-
mance was a hoped-for by-product. But what about the other children
who show up each fall for kindergarten streetwise and very tough to set-
tle down, in the words of Principal Jeff Gray.

This is where Gray’s research mentors come into play, all from the
field of early childhood education, but, like their counterparts in the sub-
stance abuse field, focused on risk factors for school failure among disad-
vantaged children and strategies for improving their chances of success.
Gray put this research into practice by restructuring the system shortly
after he took over as Foust’s principal in 2000. “We had disruptive, dis-
respectful behavior, fighting, and so on,” Gray says, “an unruly environ-
ment that interfered with everyone’s ability to learn and intimidated many
of the children.”

Foust today has a strict disciplinary code that involves parents directly
in goal setting and the enforcement of school standards. There’s also a re-
ward system for conduct, attendance, and academic achievement through
which youngsters can earn “Foust dollars” to spend at the school store.
Teachers are encouraged to expect performance as high as they would for
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their own children. “We read a book on all the excuses people make for
not educating the poor: the testing materials are too hard, their parents
don't care, they come to school with an empty belly,” Gray says. “All these
excuses were invalid, according to the research.”

The restructuring activity at Foust was independent of Free to Grow.
Where they intersected was Hager Preschool, a Head Start site on the
Foust campus that had little interaction with Foust’s kindergarten faculty
before the inception of Free to Grow but now works in partnership on
student assessments and curriculum planning. Even if the two camps ar-
rived by different routes, laboring at the cutting edge of independent the-
ories, they now share excitement over the achievements of children they
collectively helped to rise above their circumstances.

And there’s another buzz building—this time over a group of Foust
third-graders who've been quietly working above grade level, so much so
that they’re poised to qualify for the school district’s gifted and talented
program. That would be another first for Foust—and for the children of
Owensboro’s West End.
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Improving Health
in an Aging Society

Robin E. Mockenhaupt, Jane Isaacs Lowe,
and Geralyn Graf Magan'

Editors’ Introduction

The aging of the American population represents a significant social challenge,
one that will increase over the next fifty years. From a strictly economic per-
spective, as the debates over Social Security and Medicare illustrate, retirement
and health care commitments must be financed for a growing number of re-
tirees. More broadly, society needs to decide how to make sure the elderly stay
healthy as long as possible, lead productive lives, and receive access to good
medical care.

What will challenge health providers, policymakers, and families are
the substantial inequalities that already exist within the elderly population and
that promise to become even more pronounced in the future. Single, divorced,
or widowed women as well as members of racial minorities—whose numbers
will increase substantially—are especially vulnerable to debilitating chronic health
problems, poverty, and unmet health and social needs as they age. As the older
population grows, so will the number of vulnerable older people as well as the

29
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challenges involved in making sure that existing health, social services, housing,
and environmental infrastructures have the capacity to serve them.

As Robin Mockenhaupt, Jane Isaacs Lowe, and Geralyn Graf Magan have
written in this chapter, an aging population is also an opportunity. They have set
the Foundation’s work in aging into a context of what society needs to do to pro-
mote the health and well-being of older adults. The chapter presents five propo-
sitions about how people can age in a healthy way. For each proposition, the
authors present the research supporting the proposition and then discuss the rel-
evance of various Foundation-supported programs to the proposition. Using this
format, they are able to review the successes and failures of a broad range of ini-
tiatives and to suggest future paths that the Foundation might take.

Robin Mockenhaupt is the deputy director of the Robert Wood John-
son Foundation’s health group and has played a leadership role in developing
initiatives to promote active living among the elderly. Jane Isaacs Lowe, a senior
program officer and leader of the Foundation’s team focused on improving ser-
vices for vulnerable populations, has been involved in planning and monitoring
many Foundation-funded programs to improve long-term care services for the
elderly. Geralyn Graf Magan is a Maryland-based freelance writer specializing in
issues affecting older people.

1. The authors would like to thank the following individuals who contributed to the
development of various sections of the article: Jessica Siehl, Wendy Yallowitz, and
Risa Lavizzo-Mourey.
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eclining birth rates, aging baby boomers, and a series of

life-extending medical and public health advances have contributed to a
demographic change—the aging of the American population—that
promises to have wide-ranging implications for all aspects of society. As
one example, 20 percent of Americans are expected to reach retirement
age by 2030, compared with only 4 percent in 1900.! Not only are older
adults® especially vulnerable to debilitating chronic health conditions and
unmet medical and social needs, but the substantial social and economic
inequalities that already exist within the elderly population promise to be-
come more pronounced.

This demographic shift is widely viewed as a growing crisis. Ordinary
citizens and policymakers alike often focus on fears that “greedy” older
adults, who are wholly dependent on government programs, will deplete
the nation’s financial resources at the expense of younger generations.
These fears tend to divert public attention from a deeper question: What
quality of life do we as a nation want to provide for our older citizens?
How we answer this question will affect the quality of life for all Ameri-
cans in the decades ahead. It will also raise a number of challenges.

Over the past twenty-five years, the Robert Wood Johnson Founda-
tion’s efforts to address the health and supportive service needs of older
adults have been driven by its concern that the acute care system has not
been adequately meeting the complex needs of persons with disabilities
and chronic illness. The Foundation has tried to improve systems of sup-
portive services for older adults and persons with disabilities largely by
making grants to improve home- and community-based services and to
integrate health and long-term care services.

In the late 1990s, cognizant of the body of scientific evidence that
behavioral strategies such as physical activity and tobacco cessation lead
to improved health,? the Foundation made healthy communities and
lifestyles a priority. This led to the development of programs for older
adults that promoted physical activity, civic engagement, and elder-
friendly communities. The Foundation has been able to use the program
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strategies at its disposal—including model development, convening,
demonstrations, research, policy analysis, and communications—across
the spectrum of aging from illness prevention and health promotion to
civic engagement and long-term care.

The Foundation’s efforts to improve the quality of life of older Amer-
icans can be viewed in the context of the efforts of the federal government
and of other foundations. The Administration on Aging (part of the De-
partment of Health and Human Services), which was created in 1965 by
the Older Americans Act, makes grants to states for community planning
and services programs, research, training, and demonstration projects in
the field of aging. Federally funded Area Agencies on Aging fund nutri-
tion, health promotion and disease prevention, in-home care, and other
services that are provided locally to low-income seniors. The National In-
stitute on Aging (part of the National Institutes of Health) was established
in 1974 to provide leadership in, among other areas, aging research, train-
ing, and the dissemination of health information.

Many regional, community, and family foundations have made aging
a grantmaking priority. Grantmakers in Aging, made up of foundations
working in the field, provides support to its members and to those inter-
ested in expanding into this field. Among national philanthropies, the
Hartford Foundation has focused on aging and health for the last twenty-
five years, with a primary emphasis on training of physicians, nurses, and
social workers. For more than twenty years, the Retirement Research
Foundation has been funding service programs and research that address
aging and retirement issues. More recently, Atlantic Philanthropies has
given priority to workforce issues and civic engagement in its program on
aging and health. California’s Archstone Foundation funds only programs
affecting older adults, such as those to reduce falls and to improve care
toward the end of life.

As awareness about the aging of the American population spreads, so
too does the sense that an increasing older population represents a chal-
lenge rather than an opportunity. Health experts familiar with the latest
statistics issue dire warnings about the veritable plague of frailty, chronic
illness, and dementia that threatens to affect most, if not all, members of
a future aging cohort. Similarly, policymakers worry about the growing
number of older people who will expect to receive Social Security checks
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each month, and those whose projected health care costs will overburden
Medicare and Medicaid budgets.

Many concerns about the graying of America are warranted. After all,
any population group that grows exponentially—whether that group com-
prises school-age children or eighty-five-year-olds—puts pressure on so-
cietal infrastructures. However, focusing only on the challenges has helped
perpetuate the stereotype that old age has to be a time of disability and
dependency. More important, it has diverted public attention from the
fact that older people do continue to learn and grow after retirement, and
that many continue to make significant contributions.

Drawing on the literature and on the Robert Wood Johnson Founda-
tion’s experience in the field, we have identified five propositions that can
serve as a framework for discussions about aging and can help advocates,
foundations, government agencies, and older consumers develop policies
and programs that will promote the health and well-being of older adults.

Proposition 1: Older Age Does Not Have to Be
Characterized by Disability and Dependency; Older
People Can Make Meaningful Contributions to Their
Community and to Society

The Rationale

Research suggests that while some older people face age-related declines,
others continue to function as well as younger individuals; that many
older people are healthy; and that age-related learning losses are often ex-
aggerated and can be mitigated through intellectual stimulation and other
strategies.” > Research also suggests that old age doesn’t have to be a time
of isolation. In fact, most older people cope well with the losses that come
with aging, despite conventional wisdom suggesting that the elderly are
an isolated group for whom widowhood, retirement, and the departure
of grown children brings about an irreversible loss of social attachments
and community ties.’

Many older people are already making significant contributions to
society. One-third of adults over age fifty-five work outside the home, and
many provide valuable assistance to family members by raising 3.8 million



34 TO IMPROVE HEALTH AND HEALTH CARE, VOLUME IX

grandchildren and providing child care to an additional 6 million fami-
lies.” # Older volunteers—from well-known people like President Jimmy
Carter to ordinary citizens who donate their time in soup kitchens and
schools—are demonstrating that engaged older adults can make a differ-
ence. And research shows that active individuals are more likely to remain
physically and mentally fit and that those who are not regularly engaged
with others are more likely to be in poor health.” 1?

Although many older people are involved in their communities, many
more could be. Despite the potential for engaged older adults to make
lasting contributions, the majority of seniors do not spend any significant
time in service to their communities. The number of older volunteers has
increased over the past few decades, but older Americans still volunteer
less than any other age group. In part, this relative inactivity can be at-
tributed to the fact that few communities have a formal infrastructure that
effectively channels and manages the contributions of older people. In-
deed, many public and private agencies and organizations across the coun-
try dedicate themselves to serving the elderly, but few agencies dedicate
themselves to helping the elderly serve others.

While some older people find their fulfillment in volunteer activities,
others remain active by staying on the job beyond normal retirement age.
Eighty percent of baby boomers—those born between 1946 and 1964—
say they plan to work at least part time during their retirement. About a
quarter will work because they have to—they’ll need the additional income
to ensure their financial security. Thirty-five percent will work for the sheer
pleasure of it."! The remaining percentage will structure paid employment
to fit into their lifestyle and finances. This option may become less of a
possibility once a worker reaches his or her late fifties. Despite the Age Dis-
crimination in Employment Act, older workers throughout the nation con-
tinue to face both overt and subtle threats to their continued employment.
Social Security and pension policies may force some older retirees to
forego employment so they don't experience a reduction in their benefits.
Employers may refuse to hire or promote older workers, encourage their
early retirement, or target them if layoffs become necessary. Those who
remain on the job may find themselves cut out of training opportunities
or filling positions that seem to have fewer responsibilities with each pass-
ing year.
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Policies and programs that encourage older people to volunteer or to
remain in the workforce, though important, have been shown to be far
more effective if they are combined with initiatives that encourage life-
long learning among older people. Such learning opportunities could pro-
vide supplemental training to help older workers remain competitive in
their own fields or start second careers after retirement. Learning that is
aimed at self-enrichment could lead to more frequent and meaningful in-
teraction among older people, and increased community engagement
through volunteering. Fortunately, the availability of technology means
that the homebound elderly don’t have to miss out on these learning ac-
tivities as long as they have a computer. Finally, programs that teach older
people how to maintain a healthy lifestyle—for example, by sharing strate-
gies that promote physical activity, a healthy diet, and early detection of
disease—could help more Americans achieve a vigorous old age.'?

Foundation-funded Programs

The Robert Wood Johnson Foundation has initiated several programs to
help older people use their talents to address specific needs in local com-
munities. The Experience Corps grew out of research conducted during
the early 1990s by Public/Private Ventures—a nonprofit organization that
works to improve the effectiveness of social policies—on the need to mo-
bilize greater adult support for young people growing up in poverty. With
funding from the Corporation for National Service and the Retirement
Research Foundation, Public/Private Ventures and the late John Gardner
led the team that launched the program in 1998, with five initial pilot
sites. Civic Ventures was soon created to develop the Experience Corps
into a national movement that would encourage older Americans to un-
dertake public service in order to meet serious unmet community needs.
Experience Corps members, most of whom give fifteen hours a week,
work one-on-one with elementary schoolchildren who need intensive help
learning to read. What began as a pilot program in five cities has grown—
with funding from the Robert Wood Johnson Foundation, Atlantic Phil-
anthropies, and many community funders—to include more than 1,500
volunteers in thirteen cities across the country. Such intergenerational
mentoring programs have been highly effective in helping at-risk children
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avoid first-time drug use, improve school attendance, boost academic per-
formance, and steer clear of violent behavior.'? In addition to its benefits
for students, the Experience Corps has also been shown to enhance the
well-being of the volunteers. Physical, cognitive, and social activity in-
creased in volunteers, suggesting the potential for Experience Corps and
similar programs to improve health for an aging population while simul-
taneously improving educational outcomes for children.!

Similarly, Family Friends, an organization established in 1984 with
funds from the National Council on the Aging, the Administration on
Aging, and the Robert Wood Johnson Foundation, enlists older volun-
teers to help the families of children who have disabilities or suffer from
chronic illnesses. It now operates at forty-three sites nationwide. Family
Friends expanded this approach and now works with other groups, in-
cluding the homeless and HIV-infected children, and at-risk children in
poor rural communities. Adapting this model of intergenerational men-
toring to teen pregnancy prevention, the Foundation funded Family
Friends in 1998 to launch Generations Involved in Future Trust, or GIFT.
It is the first initiative in the country to match older adults with young
people with the idea of averting adolescent pregnancy.

Proposition 2: The Chances for Aging Successfully
Can Be Improved by Physical and Mental Activity,
Community Involvement, and the Use of
Preventive Health Services

The Rationale

Summarizing eight years of research conducted under the MacArthur
Foundation’s Network on Successful Aging, John Rowe and Robert Kahn
suggest that older people who are at low risk for disease and disease-related
disability, and who have a high level of mental and physical functioning,
are likely to weather old age better than those who don’t enjoy these ben-
efits.!” The latter are at a greater risk of frailty and cognitive decline in
their later years. Disability rates among older people fell during the 1980s,
and a growing body of research shows that when people make certain
lifestyle changes—Tlike increasing their level of physical activity or taking
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advantage of preventive health care services—they reduce their risk of de-
veloping disabling conditions.'® Communities can foster successful aging
by ensuring that the design of the built environment and the services pro-
vided in communities promote physical activity and help older citizens
live independent and productive lives.

Research studies have shown the powerful effect that regular physical
activity can have on health and well-being. The Surgeon General of the
United States reports that regular physical activity can reduce an individual’s
risk of developing coronary heart disease, hypertension, colon cancer, dia-
betes, depression, and anxiety, and that it can improve mood and enhance a
person’s ability to perform daily tasks.!” Moreover, a regimen of physical ac-
tivity can help increase levels of “good” cholesterol, improve balance, alle-
viate the aches and pains of arthritis, and save health care dollars.'® 2 In
spite of these benefits, however, less than a third of older people follow the
recommendations of the Centers for Disease Control and Prevention and
the American College of Sports Medicine for a minimum of thirty minutes
of moderate-intensity activity on most days of the week.?! It remains to be
seen how many older adults will follow the more recent guidelines from the
Institute of Medicine on healthy eating and physical activity.

On the bright side, older people appear to be interested in increasing
their physical activity, even though they haven’t succeeded in doing so. A
nationwide survey conducted by AARP found that 63 percent of people
age fifty and older believe that exercise is the best thing they can do for
their health. Nearly three-fourths of the 2,000 survey respondents said
they are interested in learning how to exercise safely. Seventy-one percent
said they want help staying motivated, and two-thirds expressed an in-
terest in learning how to set realistic goals for physical activity.?

Many of the diseases that plague older adults could be prevented or de-
layed, or their seriousness could be diminished, through more widespread
use of preventive health services. Yet fewer than half of Americans receive
the preventive health services that are currently recommended by the fed-
eral Preventive Services Task Force, such as counseling for tobacco cessa-
tion, screening for vision impairments, and vaccinations against influenza
and pneumococcal disease.” Depressive symptoms occur in approximately
15 percent of community residents 65 and older, yet depression often goes
undiagnosed and untreated.?* > In addition, some cognitive declines, such
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as memory loss, can be prevented through good nutrition, regular exer-
cise, and continued engagement in certain leisure activities.2

Institutionalization can often be avoided if frail older people can find
ways to stay in their own homes. But the desire of four out of five Amer-
icans to stay in their homes may be frustrated as long as American com-
munities are designed only for young, able-bodied individuals. Suburban
and rural communities—where 72 percent of the elderly now reside—
often fail to provide the kinds of amenities that foster independent liv-
ing.*” For example, narrow doorways, long staircases, and second-floor
master bedrooms—standard features of most residential dwellings—guar-
antee that even the most beloved family home will quickly become the
homeowner’s worst enemy when symptoms of frailty or disability appear.
In addition, communities that fail to provide convenient public trans-
portation, pedestrian-friendly streets, and shopping areas that are within
walking distance of housing guarantee that older people who lose their
driver’s license will also lose their independence.

Elder-friendly communities anticipate and plan for the inevitable
changes that occur as people age. They provide affordable housing de-
signed for the entire life span and make it easy to walk or take a bus to
needed services. At their best, they offer access to health care, clean, safe
streets, good jobs and service opportunities, and a rich array of social and
cultural activities.

Foundation-funded Programs

The Robert Wood Johnson Foundation has taken several steps to help
older people increase their level of physical activity. A major Foundation
initiative, Active for Life, is testing two promising strategies for getting
large numbers of adults age fifty and older to incorporate physical activ-
ity into their daily lives and maintain an active lifestyle. The first strat-
egy uses group-based problem-solving methods. The second emphasizes
participation in individually selected physical activities, with telephone
and e-mail follow-up. Nine grantees—they include aging, health, faith-
based, recreation, and educational organizations—fund local organiza-
tions to carry out programs using one or the other of the strategies. An
evaluation is assessing the process of reaching large numbers of midlife
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and older adults in their communities, and learning how organizations
adapt program models. To support Active for Life, the Foundation funds
a communications initiative, coordinated by AARP, aimed at helping
communities promote physical activity, develop resources to help older
residents become more active, and campaign for the removal of neigh-
borhood barriers to physical activity.

Two related initiatives—Active Living by Design and Active Living
Research—encourage community design, public policies, and communi-
cations strategies that promote physical activity. Under Active Living by
Design, twenty-five community partnerships (consisting of a variety of
organizations in public health and other disciplines, such as city planning,
transportation, architecture, recreation, crime prevention, traffic safety
and education, plus some key advocacy groups) are working to develop
community design, public policies, and communications strategies that
will increase physical activity. Several Active Living by Design sites focus
on older adult populations in their efforts to make land use, public tran-
sit, nonmotorized travel, public spaces, parks, trails, and architectural prac-
tices friendlier to physical activity. Active Living Research funds research
that examines relationships among natural and built environments, pub-
lic and private policies, and personal levels of physical activity. It is estab-
lishing a transdisciplinary research base on the environmental and policy
correlates of physical activity.

Promoting physical activity is also part of a Foundation-supported Se-
nior Wellness Project, a service of Senior Services of Seattle/King County,
a research-based health promotion and disease management program. The
project was created to provide accessible, low-cost health promotion pro-
grams to older adults with chronic conditions. Its Health Enhancement
Program helps older people create a health improvement plan in partner-
ship with a registered nurse, a social worker, a primary care physician, and
a volunteer mentor who provides one-on-one counseling and encourage-
ment. To help participants carry out their plans, the Health Enhancement
Program’s wellness sites offer a daily hot lunch, exercise programs, nutri-
tion and health education, interest groups and classes, volunteer oppor-
tunities, and assistance with transportation. The Senior Wellness Project
has been shown to reduce hospitalization days and the use of medications
and to improve the quality of life, physical activity, and functioning.?®
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The Vote and Vaccinate program was piloted in fifteen communities
in the fall of 2004. Building on a Local Initiatives Funding Partners grant
to SPARC, a community-based program that develops local strategies for
increasing access to clinical preventive services in New England, Vote and
Vaccinate provides immunizations to older adults at polling places on
Election Day.

The AdvantAge Initiative, also funded by the Robert Wood Johnson
Foundation, is developing a set of indicators to help communities assess
how well they promote and facilitate independent living by older resi-
dents. Working initially in ten communities around the country, the Ad-
vantAge Initiative surveyed older adults about how well their communities
help them remain healthy, live independently, and lead productive and
satisfying lives. In addition, to help other communities assess their ability
to meet the needs of older residents, the initiative is providing assistance
on collecting information, holding focus groups, and building coalitions.
The initiative also profiled seventeen promising community efforts de-
signed to maximize the potential for older residents to remain active, in-
dependent, and engaged. These include addressing the basic needs of older
adults, such as housing and safety; encouraging physical activity and the
use of preventive health services; promoting independence by improved
caregiving and transportation; and advancing social and civic engagement,
largely through volunteerism.

Proposition 3: Planning Early for Long-Term Care
Can Give Older People the Security That They Will Be
Able to Live Where They Choose as Long as Possible,
Avoid Financial Ruin, and Have Health Care Decisions
Made on the Basis of Their Own Preferences

The Rationale

Over the next several decades, the number of Americans needing long-
term care will increase dramatically. How easily older adults and their fam-
ilies will be able to obtain this care will depend on their ability to navigate
a complex service delivery system, find the right providers and the right
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coverage, and finance the care they will need. What makes understand-
ing long-term care so difficult is that there is no single authoritative source
of information or single point of entry. Long-term care is delivered in
communities. It is not a unified system but, rather, a constellation of in-
dividual parts.

Many middle-aged and older adults do not know how or where to
obtain impartial information that can help them plan for later-life care.
It often takes a medical crisis to create a sense of urgency that forces older
adults and their families to think about long-term care options, which,
by then, are often limited and more expensive. The AdvantAge Initiative’s
2003 national survey of adults age sixty-five and older found that 20 per-
cent of older adults did not know whom to call for information about
long-term care and supportive services.” Furthermore, those with phys-
ical limitations or poor health were the least likely to know how to get in-
formation. A recent AARP survey found that more than 60 percent of
Americans age forty-five and older indicated some familiarity with long-
term care services.”> Most respondents in both surveys underestimated
the cost of a nursing home (whose existence makes advance planning seem
less critical) or they overestimated the cost of long-term care insurance
(which makes them reluctant to buy a policy).’! In addition, many se-
niors believe—incorrectly—that Medicare will pay for long-term care.

Foundation-funded Programs

Recognizing that most older adults want to remain in their homes and
communities, in 2001 the Robert Wood Johnson Foundation funded the
Community Partnerships for Older Adults, or CPOA, an eight-year $28
million initiative. The goal of this program is to build public-private com-
munity partnerships to improve long-term care and supportive services
systems to meet the needs of older adults.

A key element of the program is the development of a model that
provides reliable, up-to-date, and tailored information about long-term
care services in the community. Each CPOA site is developing an infor-
mation system that will allow older persons or their family members—
especially recent immigrants and those who do not speak English, have
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limited health literacy, or confront other barriers to information and ser-
vices—to make a single call to identify supportive services and determine
eligibility. In nineteen locations across the country, CPOA grantees are
educating members of their communities about long-term care and work-
ing to develop community-wide long-term care options. For example,
through the Department of Aging and Adult Services, the San Francisco
Partnership has launched SF-Get Care, a Web-based information and re-
ferral system that allows older adults and their families to locate in-home
and community-based supportive services and other resources. In Hawaii,
Maui Community Partnerships is using public access television to raise
awareness about health care programs and services for older adults on the
islands of Maui, Molokai, and Lanai.

Two other Foundation-funded programs help older adults learn more
about long-term care: BenefitsCheckUp and Next Chapter (formerly Life
Options). The BenefitsCheckUp program is an online service of the Na-
tional Council on the Aging that helps people age fifty-five and older iden-
tify and apply for federal, state, and local programs. It provides information
on prescription drugs, health coverage, payment of utility bills, volunteer-
ing, home-based services, and the like. Next Chapter, developed by Civic
Ventures, is designed to help individuals nearing retirement answer the
question, “What's next?” The program provides information on a range of
topics—from opportunities for paid or volunteer employment to financial
and long-term care planning—in libraries and community colleges.

Long-term care can be expensive. Home health care ranges from
$12,000 to $50,000 a year, and assisted living, other residential alterna-
tives, and nursing homes can cost upward of $80,000 a year. It should
come as no surprise, therefore, that after paying for one year of long-term
care, many older Americans find themselves impoverished and relying on
Medicaid to cover the cost of their long-term care (as long as they qual-
ify under the means test for the program in their home state).

Long-term care insurance is widely considered as a key component
in guarding against the catastrophic costs associated with nursing homes,
assisted living, and home health care. If purchased by enough people,
long-term care insurance could also protect state Medicaid programs from
carrying the entire long-term care financing burden of an aging popula-
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tion. Limited coverage and the high cost of long-term care insurance poli-
cies have, however, limited their appeal. Less than 10 percent of adults
over sixty-five, and an even smaller percentage of those aged fifty-five to
sixty-four, have purchased long-term care insurance.’> The Health Insur-
ance Portability and Accountability Act of 1996 took an important first
step to making long-term care insurance more affordable by allowing pur-
chasers of federally qualified long-term care insurance policies to deduct
their premiums, up to a specified limit, on their federal income taxes.

Because of the high cost and the complexity of long-term care insur-
ance, prospective buyers need objective information to help them decide
whether this insurance is appropriate for them and, if so, which policy to
buy. The Foundation has designed programs to help increase people’s
knowledge about both Medicare (which does not pay for long-term care
but which enters into the consideration of long-term care options) and long-
term care insurance (which does pay for long-term care). The Center for
Medicare Education, funded in 1998 by the Robert Wood Johnson Foun-
dation, has been an important resource for agencies and organizations that
provide consumer education about the Medicare program. Likewise, the
Medicare Rights Center, established in 1989 with funds from the Robert
Wood Johnson Foundation and other foundations, provides free coun-
seling services to people with issues concerning Medicare. Since its estab-
lishment, the Medicare Rights Center has helped more than a million
people with Medicare-related issues through its counseling hotline, edu-
cation sessions and materials, and technical assistance.

The Program to Promote Long-Term Care Insurance for the Elderly
was funded between 1988 and 1998 to provide states with resources to or-
ganize partnerships of long-term care insurance companies and state Med-
icaid programs. The partnerships protect beneficiaries against losing
everything if they need expensive long-term care. Instead, the costs are paid
initially by a private insurance company and, if coverage runs out, by Med-
icaid. Even after support from the Robert Wood Johnson Foundation
ended, public-private partnerships in California, Connecticut, Indiana,
and New York continue to operate. By 2000, more than 95,000 partner-
ship policies had been sold in these states, and more than 30 percent of the
participants reported that they would not have purchased long-term care
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insurance without the partnership program. An independent evaluation
found that the strict regulations governing the policies sold under the Pro-
gram to Promote Long-Term Care Insurance for the Elderly resulted in
higher-quality long-term care insurance coverage than was previously
available in the states.”

Proposition 4: A More Efficient and Responsive
Health and Supportive Care System Requires Better
Coordination of Services and Information

The Rationale

Older people with complex health conditions often receive health and
long-term care services from a number of providers, including primary
care physicians, specialists, nurses, home health aides, social workers, and
physical therapists. In fact, nearly a third of people with serious chronic
conditions see four or more doctors at a time.** Many chronically ill peo-
ple receive their care in a variety of settings: doctors offices, hospitals, as-
sisted-living locations, skilled nursing facilities, and their own homes.
Many move from one setting to another in the course of a year.

This plethora of providers and settings makes care of the chronically
ill extremely difficult. Health care providers and informal caregivers find
it challenging, and sometimes impossible, to ensure that an individual’s
long-term care plan follows him or her from one setting to the next. Lack
of communication among an individual’s health care professionals can ex-
acerbate the difficulty that patients encounter when they make these tran-
sitions. Moreover, older adults living in the community may not know
what services they need or how to find the ones they want. Those who re-
quire services from different agencies may find it overwhelming to keep
straight the programs’ varied eligibility requirements and their unique sets
of service providers and financing systems. These challenges, taken to-
gether, often keep chronically ill older people from receiving a full range
of home- and community-based services.

Navigating the maze of programs and services can be hard for both
rich and poor. A low-income person, for example, may qualify for pub-
licly funded long-term care services but may have no idea that such ser-
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vices are available or how to learn about them. Persons with higher in-
comes may correctly assume that they can' take advantage of public ser-
vices but may have little idea about how to find the ones they need, at an

affordable price, in the private sector.?®

Foundation-funded Programs

To help improve the coordination of services for older people living in the
community, the Foundation has supported the development of programs
that sought to integrate housing, health, and social services by placing
these services in a single location or by integrating the way they were fi-
nanced. In the mid-1980s, several Foundation programs integrated social
services for frail elders into federally subsidized housing for seniors. This
concept was expanded to include incorporating social services into hous-
ing in naturally occurring retirement communities—housing develop-
ments, apartment buildings, and neighborhoods in which residents had
aged in place and that had high concentrations of older people. The Com-
ing Home program, for example, developed a model of affordable assisted
living that combined housing and social services for older adults in small
towns and rural areas in ten states.

In addition, the Foundation supported several programs that inte-
grated Medicare and Medicaid financing in order to create a seamless sys-
tem of health and social services integration for frail older adults. The
Program of All-Inclusive Care for the Elderly, or PACE, provides team-
managed care that integrates acute and long-term health services in both
inpatient and outpatient settings for elderly people. “Social health main-
tenance organizations,” developed in the 1980s, were viewed as a way of
improving care for frail elderly people by combining managed care and
expanded home- and community-based services. The Medicare/Medicaid
Integration Program is a fourteen-state demonstration that tests the op-
eration and design of delivery systems that integrated long-term and acute
care services under combined Medicare and Medicaid capitation payments
for elderly patients.

In 1992, as the Robert Wood Johnson Foundation developed a more
formal funding strategy for its grantmaking in chronic illness care, it ap-
plied lessons from these earlier programs to a new program, Building Health
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Systems for People with Chronic Illnesses. This program funded demon-
stration projects designed to overcome the fragmentation, financing bar-
riers, and episodic care that characterized existing systems of care for older
adults, people with physical and mental disabilities, and children with
special needs. Six of the thirty-two demonstration projects focused on frail
older adults. These projects sought to link acute and long-term care ser-
vices for older adults who might otherwise be in nursing homes but were
residing in their own homes or in personal care homes.

Community Partnerships for Older Adults, referred to earlier, also
supports efforts to develop coordinated service systems. For example, the
Atlanta Community Partnerships program, Aging Atlanta, has developed
Care Options, an online care coordination system that will allow for elec-
tronic updates of changes in a client’s needs.

Proposition 5: Successful Aging Will Require
a More Highly Trained and Qualified Workforce
of Paid and Unpaid Caregivers

The Rationale

Most of the country’s long-term care services are dispensed by informal
caregivers such as family members and close friends in individual homes.
As more long-term care is provided at home and in the community rather
than through institutions, reliance on family and informal caregivers will
continue to grow. Providing this support is no small feat, given the sheer
numbers of relatives and friends who care for older people. Nearly one
out of every four households—about 22 million—is involved in caring
for a person aged fifty and older, while 5 million households care for an
older person with dementia.* Sixty percent of these caregivers either work
or have worked while providing care, and have had to make some adjust-
ments to their work life, from reporting late to work to giving up work
entirely. Although this arrangement saves the nation billions of dollars a
year, informal caregiving does not come without a price. Nearly a third
of those caring for persons age sixty-five and older describe their own
physical health as fair to poor. As many as 11 million informal caregivers
may suffer from the symptoms of depression.””
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Informal caregivers lack information, training, and support. The need
to strengthen and sustain families in their caregiving role is becoming a
key issue in our society. Caregivers who receive support, such as educa-
tion and skills training, counseling, and respite care for themselves and
coordinated services for their care recipient, tend to have better health
than those who do not receive such support. Caregivers who take their
loved one to an adult day care center, for example, experience less stress
and better psychological well-being than those who don.

Beyond nonpaid caregiving, a trained and qualified paid workforce
is essential to providing quality care. Yet there is a shortage of frontline
workers, such as home health aides, companions, nursing assistants, and
community health workers, that threatens to compromise the ability of
health care systems to respond to the growing need for personal care
among older adults. Although the number of elders who need help with
daily activities will more than double, to 11 million from 5 million by
2050, the supply of elder-care workers is expected to decline during the
same period.”

Annual staff turnover rates of 45 percent for nursing homes and 10 per-
cent for home health programs are a big part of the problem. High turn-
over rates can result in poor quality and unsafe care for patients, higher
levels of stress for workers who remain in understaffed workplaces, and
increased pressure on family members who often must fill in the care gaps.
They also cost health care providers millions of dollars in recruitment,
training, and lost productivity.

High turnover rates are due, in part, to the low pay, difficult work-
ing conditions, and high demands on those caring for elderly people. The
typical paraprofessional is a single mother with a high school degree or
less, who earns between $6.50 and $8.50 an hour. Many of these people
hold two jobs, and most live below the federal poverty level.” Few receive
employer-paid health insurance, and supportive supervision is rare. On
top of this, inadequate training leaves most paraprofessionals ill-prepared
to provide the level of care required by the chronically ill patient. Medicare
requires that nursing home assistants receive only seventy-five hours of
training, with only sixteen hours of that training devoted to supervised,
hands-on work. Some states set additional standards for training, but the
rigorousness of these training standards varies widely.
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Foundation-funded Programs

It would be difficult to overstate the importance of neighborhood volun-
teers in supporting caregivers and providing services to older people liv-
ing in the community. Neighbors and other community members who
befriend chronically ill elderly people and their caregivers help lessen the
isolation that older people experience, offer vital services that help them
remain in their communities, provide respite for family members provid-
ing care, and save health care dollars by reducing the need for paid ser-
vice providers. The Faith in Action program, initially funded in 1992,
brings together volunteers of many faiths to provide assistance with daily
activities to those with long-term health needs. It has provided seed grants
to more than a thousand interfaith coalitions in communities across the
United States.

From 1992 to 2001, the Foundation supported the development and
expansion of Partners in Caregiving, a program that allows older adults
with dementia or chronic illness (or both) to continue living at home yet
receive the care they need in adult day centers. These centers, in com-
munities in thirteen states, provide health, social, and support services for
adults with impaired physical, mental, and social abilities. At the same
time, they allow family caregivers a much-needed respite, and also allow
them to continue working if they need to earn a living. In 2000, a Foun-
dation-funded study of adult day services documented the need for more
centers.

Through its Cash & Counseling program, the Foundation has given
home-bound disabled people the option of choosing whom to pay for
their home care. Many have decided to pay family members or other in-
formal caregivers who otherwise would have had to volunteer their time
or not be able to do it at all. The program began as a two-state demon-
stration and was expanded to eleven states in 2004. As a result of this pro-
gram, the federal Centers for Medicare & Medicaid Services now supports
state Medicaid demonstrations to develop consumer-directed options for
beneficiaries who receive long-term care.

Another program that focused on advancing consumer choice in
long-term care was Independent Choices. It was designed to complement
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the Cash & Counseling program by supporting smaller-scale demonstra-
tion projects and research. Individual projects were chosen to address di-
verse populations and to test alternative approaches to the cash option for
empowering consumers of long-term care. For example, several research
projects explored older adult preferences for consumer-directed care, and
the demonstration projects ranged from expanding available options for
those who receive Medicaid long-term home care services to developing
emergency backup services for people with disabilities.

Recent Foundation efforts have focused on finding ways to increase
the number and the expertise of paraprofessional caregivers. The Better
Jobs, Better Care program, jointly funded by the Robert Wood Johnson
Foundation and Atlantic Philanthropies, is designed to create changes in
policy and practice through demonstration and research grants that will
lead to the recruitment and retention of high-quality direct care workers
in both nursing homes and home and community settings. During 2003,
five state-based coalitions consisting of providers, workers, and consumers
were awarded grants of up to $1.4 million each to strengthen practices
and policies in order to attract and retain high-quality paraprofessionals.
The demonstration project in North Carolina, for example, aims at de-
veloping a special licensure designation for home care agencies and for
residential and nursing facilities. The project in Pennsylvania is establish-
ing a statewide nonprofit entity to promote policies, such as wage in-
creases, mentoring, and the adoption of uniform training standards across
all long-term care settings, that can improve the quality of care and re-
tention of workers. In addition, Better Jobs, Better Care awarded grants
of up to $500,000 to eight university-based researchers and nonprofit or-
ganizations to examine programs and policies thought to be successful in
recruiting and retaining high-quality long-term care workers.

—xw— Future Directions

It is evident that the time has come to change the images, stereotypes, per-
ceptions, and the language around aging and to develop new approaches
to healthy aging. At present, images tend toward two extremes—the
eighty-year-old running the marathon or the eighty-year-old tied to a
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chair in a nursing home. The reality is that aging, unlike child develop-
ment, is incredibly variable and does not meet an expected set of mile-
stones. It is the lack of predictability in aging that results in many different
pathways from midlife to the end of life. The continuum of aging from
well to chronically ill to frail is not linear, and older adults frequently
move among these categories. The propositions presented in this chapter
can serve as guideposts for transforming how aging is viewed, for sup-
porting the active participation and contributions of older adults in soci-
ety, and for creating services that support and empower frail older adults
and their families. Individuals, professionals serving older people, orga-
nizations, and society need to examine their stereotypes and create new
images that support meaningful and productive living in the second half
of life.

The twenty-first century will continue to see the rapid growth of an
aging population. The number of people living beyond eighty-five will
continue to increase. As a result, there are likely to be more people in their
fifties and sixties who have surviving older relatives and therefore increased
responsibilities for their care. Women will continue to become the ma-
jority of the oldest old, and they will face significant health, social, and
economic problems, including living alone, increasing needs for sup-
portive services, and higher levels of poverty. Finally, as illustrated in the
report, A Tale of Two Older Americas: Community Opportunities and Chal-
lenges, the “fortunate majority” of older adults are thriving and experi-
encing good health, strong social connections, and adequate resources,
while the “frail fraction” are in poor health and with inadequate financial
security.** These two groups can reside in separate neighborhoods or live
within the same apartment building. It is this second group—those with
incomes below 200 percent of the poverty level, with less than a high
school education, and with poor health status and limitations in daily ac-
tivities—that needs attention. Within the frail population are many mi-
norities and immigrant groups, reflecting the increased diversity in the
older adult population. The challenge for those concerned with healthy
aging is to develop a set of programs and interventions that will reach the
increasingly heterogeneous older adult population, and especially the frail
fraction.
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Research has shown that healthy aging results from physical activity
(which can be done by almost all adults, even the frail), mental activity, pre-
ventive care, connecting with others, engaging in meaningful activities, and
knowing where and how to get supportive services. There is a need to trans-
late research findings into practices that are accessible to older adults re-
gardless of income, living situation, or culture. Although few organizations
and communities are currently equipped to provide them, services can and
should be designed to meet the needs of a culturally, linguistically, and edu-
cationally diverse older population.

By increasing both paid and volunteer opportunities for service, later
life could be a time when older people, both the fortunate majority and
the frail fraction, make their most lasting impact on their families, their
places of work, and their communities. The Older Americans Act of 1965
helped raise the public’s awareness of aging issues and made possible a
range of programs, organized by the Administration on Aging, that con-
tinue to offer important services and opportunities. A similar national
policy on the employment of older workers and an initiative on volun-
teerism would increase understanding of the importance of providing
older people with options for meaningful activities. Individual organiza-
tions, both public and private, are already playing an important role in
promoting opportunities for paid work and volunteerism among the el-
derly, but they can’t do it alone. To be most successful, such a promotional
effort should be rooted in a strong national organization that could gain
the attention of both the public and private sectors.

Elderhostel and programs like it have been extremely successful in
demonstrating that one is never too old to learn new things or enjoy new
adventures. These programs should be replicated and expanded so that
opportunities for growth and intellectual stimulation will be widely avail-
able to all older people, regardless of income or ability to travel. Because
of their unique status within the senior community, senior centers may
be able to play a central role in this effort. In addition, technology, which
is bringing learning opportunities to homebound and other older people,
should be expanded. Colleges, universities, and other learning institutions
should be encouraged to develop learning materials that can be shared
with older adults through the Internet.
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Traditionally, health, housing, and social services have been divided into
distinct professional and service sectors. Yet as people age, this separation
does not make sense; health, housing, and services ought to become indis-
tinguishable. For example, many older adults with limited financial re-
sources live in an aging housing stock. It is often difficult to differentiate a
housing crisis (for instance, no railings in the bathtub) from a health crisis
(such as a broken hip). Partnerships of public and private funders, housing
developers, the aging services network, and government need to work to-
gether to expand and refine community models that integrate or coordinate
health, housing, and other services. These integrated systems of support save
money, improve health outcomes, and decrease the frustration, confusion,
and stress among older people and their caregivers. A great deal can be
learned from emerging models of supportive housing such as shared hous-
ing arrangements, senior housing, intergenerational housing, and new forms
of assisted living,

Finally, strong partnerships should be developed to create communities
for all ages. What older adults want in their communities—affordable hous-
ing, safe neighborhoods, transportation, recreation spaces, access to work or
volunteer activities—is what families and younger adults want as well. These
partnerships may involve unlikely partners, such as transportation, land use,
health, recreation, and children’s organizations. The challenge is combining
the interests of these divergent community groups to reach common goals.
This can happen through increased dialogue between organizations and in-
dividuals about important community and societal values.

The five propositions on aging can become a reality so that all older
adults, their families, and their neighbors can support and safeguard their
health and their independence.
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Appendix: Examples of Major Robert Wood
Johnson Foundation Programs on Aging

Building of Organizational and Community Capacity

AdvantAge Initiative (1999-2001, $200,000) is a community-building ef-
fort focused on creating elder-friendly, or “AdvantAged,” communities
that are prepared to meet the needs of older adults. This initiative began
as a multifoundation collaborative to create benchmarks for elder-friendly
communities. Using these benchmarks, ten communities across the
United States tested and developed strategies to address the needs of their
older adults.

Building Health Systems for People with Chronic Illness (1992-2002,
$13 million) encompassed a broad range of initiatives covering the med-
ical, mental health, and supportive services needs of frail elders, people
with disabilities, children with special needs, and people with severe men-
tal illness. Each project used a broadly inclusive definition of health and
the health system, sought to reduce fragmentation in service delivery and
financing, and included consumer-directed principles in the design and
implementation of health and supportive services systems.

Community Partnerships for Older Adults (2000-2010, $26 million)
fosters community partnerships to improve long-term care and support-
ive services to meet the current and future needs of older adults. This pro-
gram provides funds for both development and implementation grants
for thirty community grantees (www.partnershipsforolderadults.org/).

On Lok Senior Health Services (1983-1987, $649,930) began as a
neighborhood-based alternative to nursing home care. It provided mobile
support services in the home as well as centralized off-site care at an adult
day health care center, and created a fully integrated model of acute and
long-term care for low-income seniors that blends Medicare and Medicaid
financing.

Program of All-Inclusive Care for the Elderly (PACE) (1993-1996, $1.2
million) was a replication of On Lok. PACE programs provided and co-
ordinated all needed preventive, primary, acute, and long-term care ser-
vices so that older individuals could continue living in the community.
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Program for Health-Impaired Elderly (1979-1986, $7.7 million) was
developed to address an intrinsic defect in the provision of services to the
elderly—the absence of mechanisms or strategies to coordinate and pri-
oritize services needed for health-impaired elderly people residing in the
community.

Teaching Nursing Home Program (1981-1987, $6.7 million) was de-
signed to improve the quality of nursing home care and the clinical train-
ing of nurses by linking nursing schools with nursing homes. Grants were
made to eleven university nursing schools.

Civic Engagement and Physical Activity

Active for Life (2001-2007, $17 million) is a national program to en-
courage adults fifty and older to increase their activity levels. The program
replicates and expands models demonstrated to be effective in increasing
levels of physical activity.

Active Living by Design (2001-2008, $15.5 million) is a national pro-
gram that attempts to harness community design and livable community
initiatives as a vehicle for making communities more activity-friendly.

Active Living Research (2000-2007, $12.5 million) supports research
to identify environmental factors and policies that influence physical ac-
tivity. Findings from this research are used to help inform policy, the de-
sign of the built environment, and other factors to promote active living.

Experience Corps (2001-2006, $6.8 million) is an intergenerational
project testing a well-developed model for making matches between chil-
dren and older adults in public schools.

Health Enhancement Program (1999-2002, $194,000) was a partici-
pant-directed program for seniors to change health behavior, supported
by a nurse—social worker—peer health mentor team and complemented by
courses in exercise and self-management of chronic conditions. The pro-
gram was offered to seniors in low-income, multi-ethnic public housing
facilities and an African American senior center.

Expansion of a Senior Wellness Program (2001-2003, $750,000)
entailed expansion of the Health Enhancement Program. This program
integrated three critical elements of health enhancement for older
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adults—self-management of chronic disease, physical activity, and social
support—in a variety of settings.

Improving Physical Activity Levels of Mid-Life and Older Adults
(2001-2005, $4.3 million) has been a national program housed at AARP
that aims at replicating programs shown to be effective in encouraging
adults fifty and older to increase their levels of physical activity.

National Blueprint on Physical Activity Among Adults Age 50 and Older
(2001-2005, $670,000) was an effort led by six partner organizations
(AARP, American College of Sports Medicine, American Geriatrics Soci-
ety, the Centers for Disease Control and Prevention, National Institute on
Aging, and the Robert Wood Johnson Foundation) to create a national
framework for planning, collaborative action, and social change among
organizations and agencies involved in physical activity, aging, or both.

Education and Advocacy

Center for Medicare Education (1998-2002, $5.4 million) has been a re-
source for public agencies and private organizations that provide consumer
education about the Medicare program and its health plan options. The
center is part of the Institute for the Future of Aging Services, a policy re-
search institute within the American Association of Homes and Services
for the Aging.

Creation of a Counseling and Assistance Program for People with
Medicare 2002-2003, $100,000) was initiated by the Medicare Rights
Center, 2 Medicare counseling and assistance system that helps New York-
ers with Medicare obtain the Medicare benefits and health care services
they need quickly and easily.

Financing and Policy

Cash & Counseling (1995-2008, $12 million) provides funding for elderly
and disabled people that enables them to choose the people who provide
their care and to pay them directly.

Independent Choices (1995-2000, $3.3 million) was designed to
complement the Cash & Counseling program by providing funding for
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small-scale demonstrations and research designed to develop and test other
approaches to empower consumers of long-term care.

The Medicare/Medicaid Integration Program (1996-20006, $4.5 mil-
lion) addresses the financing and policy changes necessary to integrate
these two funding streams for disabled older adults. This demonstration
program tests the operation and design of delivery systems that integrate
long-term and acute care services under combined Medicare and Medic-
aid capitation payments for elderly patients in fourteen states.

Program to Promote Long-Term Care Insurance for the Elderly (1988—
1998, $12 million) was created to provide states with resources to plan
and implement private-public partnerships that would join private, long-
term care insurance with Medicaid to offer high-quality insurance pro-
tection against impoverishment from the costs of long-term care. Eight
states received initial planning grants and four received implementation
grants.

Promoting Long-Term Care Policy Development and Debate (2001—
2004, $3.4 million) was created to renew interest in financing and policy
change by establishing a broader understanding of the financing of long-
term care, developing a range of potential policy solutions, and analyzing
the costs of the newly created proposals. Based at Georgetown University,
the program was seeking different answers to the question of how to cope
with long-term care and its service needs.

Service Credit Banking Program for the Elderly (1986-1990, $1.1 mil-
lion) was designed to assist consortia of community groups to expand the
concept of service credit banking, under which elderly individuals vol-
unteered to provide services to other elderly people and, in return, re-
ceived credits that were redeemed for similar services at a later point.

Service Credit Banking in Managed Care (1994-1999, $600,000) pro-
vided technical assistance and information for the replication of service
credit banking programs and sought to demonstrate the feasibility of estab-
lishing a service credit banking project within a managed care organization.

Social Health Maintenance Organization (1983-1994, $1 million) was
created to reduce the cost and improve the quality of care for the elderly.
This was to be achieved by combining the services of the fragmented
health and long-term care systems into a single social HMO entity. (This
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was before the passage of legislation allowing for the development of
Medicare managed care organizations.)

State Solutions (2001-2006, $4 million) has been a national program
working to increase enrollment in and access to the Medicare savings pro-
grams, which are directed to low-income older people. State Solutions
provides technical assistance and direction to grant recipients and dis-
seminates information about innovative and promising practices through-
out the nation.

Housing with Services

Coming Home: Integrated Systems of Care for the Rural Elderly (1992-2005,
$13 million) has had as its goal the development of affordable assisted liv-
ing as an integral part of the long-term care system for low-income elders
in rural areas. Coming Home operates through a revolving loan fund
managed by the NCB Development Corporation, which acts as a fiscal
and technical assistance intermediary to organize community partners,
make loans and grants for site analyses and predevelopment costs, and
help arrange for long-term financing through NCB or other commercial
lenders.

The Green House Model (2002-2006, $1 million) has sought to create
an environment in which the frail elderly could receive medical assistance
without being required to live in a large institution. Each Green House fa-
cility is designed to be a home for eight to ten people. Though technically
licensed as a health care facility and not as private housing, this model ex-
pands the boundaries of what can be considered supportive housing.

Supportive Services Program for Older Persons (19851991, $8.5 mil-
lion) was designed to promote the expansion of nontraditional health and
heath-related services to the elderly, including services such as respite care,
housekeeping, home repair, and transportation. This led to a shift in pol-
icy that allowed for the inclusion of services in Section 202 subsidized
housing.

Supportive Services in Senior Housing (1987-1995, $3 million) sought
innovative approaches to financing and delivering supportive services to
people who lived in subsidized housing projects for the elderly.
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Informal and Formal Caregiving

Better Jobs, Better Care (2002-2006, $8 million) is a research and demon-
stration program created to improve the recruitment and retention of qual-
ity nursing assistants, home health aides, and personal care attendants who
care for elderly people with chronic diseases or disabilities. It is funded by
the Robert Wood Johnson Foundation and Atlantic Philanthropies.

Faith in Action (Phase I, 1992-1999, $36 million; Phase II, 1999-
2007, $50.5 million) has the primary goal of helping communities care
for the growing number of people with chronic illness and disability who
wish to remain in their own homes but need some assistance with daily
activities. It makes grants to local interfaith groups that provide volun-
teers to care for their neighbors with long-term health needs.

Family Friends (1985-1991, $3.7 million) was a demonstration pro-
gram based on a successful pilot project in Washington, D.C., conducted
by the National Council on the Aging, with Foundation support. The
program was designed to match older volunteers (age fifty-five and older)
with chronically ill or disabled children and their families. Volunteers
worked with children and their families in the families’ homes. The goal
of the program was to demonstrate the feasibility, value, and sustainabil-
ity of the Family Friends model in different geographical locations under
different types of organizational sponsorship.

Partners in Caregiving: The Dementia Services Program (1992-2001,
$4.2 million) built on the lessons from an earlier adult day care program,
the Dementia Care and Respite Services Program, which the Foundation
funded between 1988 and 1992. In expanding the scope of that earlier
program to all fifty states and the District of Columbia, Partners in Care-
giving demonstrated that the adult day care model could be used for older
adults with other chronic illnesses.
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The Robert Wood Johnson
Foundation’s Efforts to
Cover the Uninsured

Robert Rosenblatt

Editors’ Introduction

The United States is the only developed country without universal access to health
insurance, and today forty-five million Americans—many of them minorities or
poor people—lack coverage for basic health care. It is now well established that
people without health insurance receive less medical care, even needed medical
care, and are in poorer health than people who have coverage. It is also known
that the lack of health insurance has led to the overuse of hospital emergency
rooms—an expensive last resort—and, because people are sicker when they fi-
nally decide to get care, has led to unnecessarily high-cost hospitalizations and
treatment.

This chapter, by Robert Rosenblatt, a former Los Angeles Times corre-
spondent and currently a freelance writer specializing in health care issues, traces
the Foundation’s thirty-plus years of effort to increase Americans’ access to health
insurance. Rosenblatt observes that the Foundation has used three fundamentally
distinct but not necessarily mutually exclusive strategies in addressing this en-
during problem. It has supported efforts to bring about fundamental overhaul of
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the system (though it has never agreed on a single approach to doing so). It has
worked to expand insurance coverage incrementally. And it has funded research
to provide a better understanding of the dynamics of the system and an empiri-
cal basis for policy decisions.

The story of the Foundation’s efforts to expand insurance coverage does
not have a happy ending at this point: the percentage of uninsured Americans re-
mains approximately the same in 2005 as it was thirty years ago. Nonetheless,
the Foundation’s commitment to expanding health insurance coverage is un-
wavering, and this chapter places the Foundation’s work into a perspective that
provokes thoughts about the next steps.
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here is a doctor in California’s San Fernando Valley who will

see patients the same day they call for an appointment. This doctor—let’s
call him David Dawson—will talk at some length about a patient’s med-
ical history and then perform an examination. The price is $85, payable
in cash or by credit card. Many of Dr. Dawson’s patients have medical in-
surance, through jobs in Los Angeles’ high-tech companies or the enter-
tainment industry, that would pay for a visit to another doctor. But these
patients are willing to pay cash for the privilege of seeing a doctor who will
spend extra time with them, will see them immediately, and can make a
phone call to a specialist on their behalf if they have trouble getting past
the primary care gatekeeper at their own health management organization.
“I'm a facilitator, not just a doctor,” Dawson says. He also is a safety valve
for the already well-insured in our $1.7 trillion health care system. For his
middle-class and upper-class patients, insurance alone isn't enough to as-
sure peace of mind. They go outside the system to get help from Dawson.

Meanwhile, hundreds of thousands of low-income California fami-
lies are ignoring the chance to buy a bargain, heavily subsidized health
policy for their children through the state’s Healthy Families program. It
offers coverage at up to $9 a month per child, with a maximum of $27 a
month regardless of the size of the family. “The policy has an actuarial
value of $1,500, and yet they still won't sign up,” says a health policy ex-
pert. (Lets call him Harry Samuels.) While many poor people don’t real-
ize their kids are eligible for government-subsidized health insurance and
others are deterred by complicated enrollment forms, Samuels is frustrated
that it’s so hard to practically give away good coverage.

Dawson and Samuels are real, but they don’t want their real names
used, Dawson for reasons of privacy, and Samuels because he thinks that
his colleagues in the foundation and academic worlds would ostracize him
for casting doubt on the dream of universal health coverage through an
insurance policy for all, rich and poor alike.

These two stories illustrate the complexity of moving the country
toward a better health insurance system. On the one hand, if coverage is
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not comprehensive and immediate, it does not meet the type of care that
many people want. On the other hand, many uninsured families, with
competing demands on their limited resources, are unwilling or unable
to pay insurance premiums even when low-cost coverage is available.

The Robert Wood Johnson Foundation works the same turf as
Samuels, and has been pursuing the goal of universal access to health care
since it opened for business in 1972. The biggest of all foundations deal-
ing exclusively in the health field, Robert Wood Johnson disburses more
than $400 million a year to improve health and health care in the United
States. It is a vast sum for the nonprofit world, but relatively little in the
grand scheme of things; the American health system spends nearly $5 bil-
lion a day, consuming about 15 percent of the entire output of goods and
services in the national economy. Through leadership, inspiration, dis-
cussion, and a flow of grant money, the Robert Wood Johnson Founda-
tion has been trying to bring about a nation in which everyone has access
to good health care. Much of the time, this revolves around ideas for get-
ting health insurance coverage for those who dont have it.

Stable, affordable health coverage for all Americans has been a con-
sistent goal of the Foundation, and the inability to achieve it is the biggest
failure, said Steven Schroeder, who was the Foundation’s president from
1990 until 2002. This failure “was the single most bitter pill” of all Foun-
dation efforts, he said. “It was the hardest by far. It broke our hearts.”

Over 15 percent of the American population lacks health insurance,
roughly the same percentage as when the Robert Wood Johnson Foun-
dation began operating as a national philanthropy in 1972 and the same
as in 1993, when President Clinton proposed a plan to provide health
care for all. And the political climate today is more challenging and less
receptive to the idea of government action to fashion a health care um-
brella sheltering every American.

Although there is no universal care in America, the population is
healthier than it has ever been. Between 1990 and 2003, there was a 34
percent drop in deaths from infectious disease, a 32 percent decline in in-
fant mortality, and a 17 percent decline in deaths from heart disease.! Not
only are people healthier but also the medical care system can do much
more for them than it could just a generation ago. The first heart bypass
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operation was performed at the Cleveland Clinic in 1967, and now it is
one of Medicare’s routine procedures, even for people 85 and older.
Cataract surgery once meant a week in the hospital, your head strapped
to a rigid frame. Now it can be done as an outpatient procedure at an eye
surgeon’s office, and you can be playing tennis again in a couple of days.

The blessings of modern health care are unevenly distributed, how-
ever, and depend on the ability to pay for the care. The health care you
get often comes down to the kind of job you have and the income of your
family (the biggest single source of personal bankruptcies is medical ex-
penses), and whether you have health insurance. The Foundation would
like to see affordable health care for all Americans, giving them the secu-
rity of knowing that they can pay the bills for a serious illness without
going broke and that they can get the preventive care, such as routine
checkups and immunizations, that will keep them healthy.

—w— Three Approaches

The Foundation has taken a three-pronged approach to the issue of health
insurance coverage, with the emphasis shifting at different times and rep-
resented by three different constituencies within the Foundation and the
field of health policy.

First are ambitious reformers, who dream of changing the system so
that everyone has health insurance coverage—something enjoyed by the
citizens of every other industrial country. They have a big vision, pon-
dering ways to get Congress and the president to place in the hands of the
uninsured a card they can take to the doctor’s office and the hospital with
confidence that the bills will be paid.

The second group consists of hopeful pragmatists. They would like
to solve the health care puzzle piece by discrete piece—a successful new
primary care clinic here, an expanded school health program there, an en-
rollment drive for Medicaid in a third location. Washington may some-
day do the job, but people get sick right now and need help paying for
their treatment, the hopeful pragmatists argue. Using this approach, the
Foundation has funded a wide variety of programs since the 1980s, many
of them designed to expand insurance coverage to children.
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A third group is made up of numbers gurus, policy analysts who
gather and examine information so that policymakers will know better
how and where people get their health care services. The numbers gurus
want to understand insurance markets, consumer behavior, and other ar-
cane topics, and to offer the ambitious reformers and the hopeful prag-
matists their analysis and numbers so they can work better and smarter.

Because of the work of the numbers gurus, we know a lot more about
who the uninsured are, how they got that way, and how they move through
and out of the system. We also have lots of information on the complexi-
ties of small group insurance, most of it discouraging. We know it is virtu-
ally impossible to design any plan to expand significantly the current level of
coverage among small firms. “For many of them [the small businesses] any
premium beyond zero dollars is too much,” observed Jack Meyer, president
of the Economic and Social Research Institute, in Washington, D.C., which
has done considerable health policy research for the Foundation. The num-
bers gurus have produced lots of plans for covering the uninsured, courtesy
of sophisticated thinkers underwritten by the Foundation. Many of those
plans got an initial burst of publicity but are now gathering dust on the
shelves in the offices of health care policy experts.

The Foundation has always featured a mixture of work from all three
of these groups. Currently, the ambitious reformers seem to be forging
ahead, powered by Cover the Uninsured Week, an unprecedented public
education campaign to keep health care coverage on the national policy
agenda. A recent draft statement by the Foundation’s staff states: “Over
three decades, the Foundation has commissioned a significant body of re-
search and funded projects that have explored the potential of various
local, state, and private sector options for expanding coverage. Results of
its research and field work have led the Foundation to conclude that while
health care is delivered locally, iz cannot be made available to all without a
change in federal policy” [italics added].

The ambitious reformers face a steep uphill climb. The current cli-
mate in Washington is daunting, with the president and Republican ma-
jorities in both houses of Congress seemingly averse to any far-reaching
new federal health care coverage efforts. It will be even harder than in ear-
lier years to figure out ways to spread the benefits of health care, because
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coverage is so much more costly than ever before, with a corporate policy
for an individual exceeding $3,000 a year and a family policy costing about
$10,000. “We must come to grips with the cost question,” says Stuart
Schear, a former senior communications officer at the Foundation, who
oversaw the Foundation’s campaign to make covering the uninsured a na-
tional political priority. “Health care is extraordinarily expensive, and in
our next phase of work we will start research and analysis to look at what
are the causes of the increase and what can be done to restrain them.”

—w— Reforming the System

The dream of bringing quality health care to everyone has been a recur-
ring theme in American society, since long before the Robert Wood John-
son Foundation opened its doors in 1972. President Franklin Roosevelt
had considered including health insurance in the package of proposals
that eventually became the foundation of Social Security and unemploy-
ment insurance in 1935. But the idea was scrapped for fear of touching
off a dispute with the American Medical Association, which regarded any
government intrusion into the delivery of health care as socialized medi-
cine. The idea surfaced again as a proposal from President Harry Truman.
The AMA called it socialism and defeated it.

Medicare was created in 1965, bringing health insurance coverage to
those over sixty-five and to disabled people of all ages. At the same time,
Medicaid was created as a program enabling poor people to get health
care. This burst of expansionary government funding of health care may
have been a historical anomaly. The legacy of President John E Kennedy,
combined with the overwhelming electoral victory of Lyndon Johnson
and the Democratic Party in 1964, created a spirit of enthusiastic activism
that resulted in the passage of important social legislation.

For the vast majority of insured Americans, insurance through the
workplace was and is the standard way to get health coverage. Your em-
ployer decides whether or not to offer health insurance and picks the plans
from which you choose. The cost is tax-deductible for the company, and is
not counted as income for the worker. The genesis of coverage at work was
the World War II freeze on wages. To attract workers without increasing
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pay levels, Henry J. Kaiser, who was building ships for the Navy, offered
free health coverage through a unique collection of Kaiser clinics, Kaiser
owned-hospitals, and panels of doctors working full-time for Kaiser.

Health insurance coverage spread quickly after World War II; unions
made health insurance a basic demand in their bargaining with the na-
tion’s large manufacturing companies. The benefit spread rapidly through
industry, with both unionized and nonunion firms adopting it. Today, 61
percent of American workers are covered by employer-sponsored health
insurance. The percentage ebbs and flows with the economy, but it is now
declining, because the rapidly rising cost is putting health insurance be-
yond the reach of many small firms and many workers.

When the Robert Wood Johnson Foundation began its operations,
during the Nixon Administration, policy experts believed, optimistically,
that some form of national health insurance was just a few steps away
from becoming a reality. “The uneven availability of continuing medical
care of acceptable quality is one of the most serious problems we face
today,” David Rogers, the Foundation’s first president, wrote in the 1972
Annual Report. “We need to better provide health services of the right
kind, at the right time, to those who need it. Therefore, in its initial years,
the foundation will try to identify and encourage efforts to expand and
improve the delivery of primary, frontline care.”

Confident that the system was heading toward national health cover-
age, the Foundation’s early focus was on training the personnel who would
be delivering the new health care services. It gave money to academic heath
centers, funding new medical and dental students, residency programs in
primary care and pediatrics, and training for nurse practitioners and physi-
cians’ assistants. A new cadre of Clinical Scholars and Health Policy Fel-
lows was given financial support. The Foundation “supported programs
that attracted talented young people at elite institutions and promulgated
the importance of health services research, primary care, and public
health,” wrote two former Foundation executive vice presidents.?

Increasing access to care was the goal as the Foundation staff and
grantees envisioned an expanded national system of care. But the vision
of national health coverage as just around the corner dissipated by the
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middle of the decade. By 1980, it had become clear that cost was a for-
midable obstacle to attaining the goal of universal access.

During the 1980s, the Foundation’s attention turned to the states—
in part because many state governments wanted to expand health insur-
ance (and reduce their own Medicaid costs) for their residents and partly
because of the hope that models might be developed that could be used
by other states or, eventually, by the federal government.

One approach the Foundation adopted was building coalitions of in-
terested and influential organizations. Between 1981 and 1989, the Foun-
dation funded the Community Programs for Affordable Health Care.
Under this $14 million program, coalitions were formed among a broad
range of interest groups, including business, labor, insurers, and hospital
managers, to figure out ways to keep down the inflation of medical costs.
Many experts believe that insurance coverage will expand only when
health care costs are controlled. Eleven hospital sites received Foundation
grants and technical assistance to help them figure out how they could
save money while still providing first-rate care. But the program failed.
Building coalitions turned out to be more difficult than originally envi-
sioned, and the cost problem proved to be seemingly intractable, as it con-
tinues to be. “Effective cost containment strategies entail making tough
choices, such as paying lower salaries, imposing restrictions, and con-
tracting with certain doctors and not others,” the medical journalist
Carolyn Newbergh wrote. “But community leaders, who prefer to be
known for expanding and improving their community’s health care ser-
vices, didn't want to gore anyone’s ox.” Perhaps, though, the program did
not succeed because it focused on the wrong level of government. As three
Foundation officials wrote in 1990, “The program’s central flaw, perhaps,
was its misguided assumption that cost containment could be achieved
through intervention at the community or local level, when the true levers
of power and control existed (and still exist) at the national and state lev-
els of the health care system.™

In 1985, the Foundation funded another state-oriented systems re-
form initiative, the Health Care for the Uninsured Program. It was de-
signed to test innovative, incremental strategies for making health insurance
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coverage more available and affordable to small businesses. Under the $6.5
million program, fourteen states either developed new insurance products
or subsidized existing ones. The Florida Health Access project, for example,
used a state purchasing cooperative to lower premiums. The Arizona Health
Care Group lowered premiums by subsidizing administrative and market-
ing costs. The state of Washington’s Basic Health Plan used direct subsidies
to provide coverage to low-income, uninsured individuals. There was a study
of local insurance markets and underwriting practices. In addition, there was
a major survey of more than 1,300 small companies with twenty-five or fewer
workers at four sites—Denver; Flint, Michigan; Tampa; and Tucson.

The results from the program were revealing. The cost of insurance
emerged as a major obstacle to small firms” purchasing health insurance for
their employees. One lesson from the program was that health insurance,
even if heavily subsidized, was unaffordable for small businesses. Writing
in the journal Health Affairs, the program’s evaluators observed, “Because of
current underwriting practices, some small businesses would find it difhi-
cult to respond to any financial incentives or government mandates to pro-
vide health benefits to their employees.”

A second, and more disturbing, lesson to emerge from this program
was that “there is a fairly hard-core group of small-business owners who
do not want to provide health insurance benefits to their employees.” This
conclusion of the evaluators was buttressed by the statistic that “almost
half the employers in our survey who do not offer health insurance indi-
cated that they were not interested in doing so.”® The relevance for na-
tional policy was highlighted in the conclusion of the program’s directors
that “efforts to expand the current employer-based insurance system are
not likely to achieve universal financial access to health care without re-
quiring [emphasis added] universal participation.”

These lessons seem to be resolutely ignored as policymakers proclaim
the need for affordable new policies that will be bought by entrepreneurs
eager to insure their employees. Foundation research has shown repeat-
edly that it is extremely hard to make progress with this approach. Cali-
fornia, for example, established a special program to help the marketing
of affordable policies to small businesses, with a wide range of choices on
coverage and limits on prices. By the end of the 1990s, only 2 percent of
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the eligible firms in the state, with an aggregate workforce of 140,000 peo-
ple, were participating. About 80 percent of them already had health in-
surance coverage, and their companies switched to the state-backed
alliance to get better prices, according to Columbia University professors
Lawrence Brown and Michael Sparer.®

The push for a national health care approach revived again in the
1990s. Harris Wofford, a Democrat running for a United States Senate
seat in Pennsylvania, defeated the heavily favored Republican candidate,
former U.S. attorney general Richard Thornburgh. Wofford surged in the
polls after he made health care access his key issue, saying that if crimi-
nals are entitled to have a lawyer, voters should be guaranteed access to a
doctor. With Wofford’s victory, health care became a big issue in the next
presidential campaign.

In 1992, Bill Clinton was elected president with a pledge to bring se-
cure health care to all Americans. The Foundation was invited to help ed-
ucate first lady Hillary Clinton and other key administration officials about
the complexities of health care. Dozens of Foundation grantees were en-
listed to testify at public sessions. The audience at various times included
Mrs. Clinton, Tipper Gore, the wife of vice president Al Gore, and Donna
Shalala, the secretary of Health and Human Services. There were sessions
in lowa, Michigan, and Florida, with the final one in Washington.

“Mis. Clinton basically listened,” Schroeder recalled. “It got tremen-
dous media coverage and we were not prepared for it. We were kind of
naive. It was portrayed as a partisan issue. We said we were just helping peo-
ple understand what was out there in the health field.” The Foundation,
and its staff and grantees, were accused of being a group of big-government
liberals.

The accusation stung, and although Schroeder insists that the Foun-
dation’s trustees never told the staff to back away, the Foundation has been
cautious in its approach since then. Although the Foundation’s reticence
is due, in large part, to its having been burned by its role during consid-
eration of the Clinton health care reform plan, there are other factors too.
The Foundation has a long-standing policy of emphasizing the visibility of
its grantees rather than promulgating any plan that 7# favors. And the
Foundation cant go too far in supporting any specific proposal without
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raising concern about losing credibility as a neutral source of unbiased in-
formation on health and health care.

With the failure of the Clinton health reform plan, the drive toward
national reform dissipated. Employers asked for financial relief against rising
health care costs, and insurance companies delivered with managed care
mechanisms, moving millions of people into health maintenance organiza-
tions, or HMOs. Patients had to stay within designated networks of doc-
tors and hospitals. Primary care doctors became gatekeepers for the system,
and seeing a specialist without getting a referral sometimes became a lengthy
bureaucratic process. The relentless inflation in health care costs was slowed,
but there was a consumer backlash. Insurers were ordering hospitals to send
women home within twenty-four hours after giving birth—a practice that
was denounced in the press and ultimately banned by Congress. Employ-
ers and legislators were inundated with complaints, and they ordered the
insurance plans to ease their restrictive practices. Managed care restraints
were loosened, costs rose, and access again became an issue.

The Foundation had a creative response, prompted by Jack Ebeler, at
the time a senior vice president of the Foundation. He talked with Ron
Pollack, the executive director of Families USA, a liberal advocacy group,
and Chip Kahn, then the president of the Health Insurance Association of
America, an industry trade group. They had fought on opposite sides of the
health policy wars for years but respected each other. The result was the con-
vening of a “strange bedfellows conference” of disparate interest groups con-
tending over the coverage issue. Everyone had a plan, a first choice to deal
with the coverage crisis. The idea of convening the strange bedfellows was
to get beyond the second choice—doing nothing—to find some common
ground. The participating groups—including the U.S. Chamber of Com-
merce, the Service Employees International Union, the American Hospital
Association, and the AFL-CIO—all could agree that the coverage issue was
paramount and that everyone should have access to health care through in-
surance. Participants signed letters to Congress urging federal action to cover
the uninsured. The strange bedfellows have continued to meet and to search
for acceptable approaches to expanding coverage.

The Foundation decided to make a major commitment to bringing
the issue beyond the Washington beltway to the broadest possible national
audience. This led to Cover the Uninsured Week, in 2003, with hundreds
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of local events and campaigns to keep the spotlight on the plight of the mil-
lions of Americans who lacked coverage. The campaign heightened aware-
ness. Polling by the Foundation showed that coverage had replaced costs as
the top health issue, with 23 percent citing it compared with 16 percent a
year before.”

In 2004, the Foundation funded a second Cover the Uninsured
Week, which featured more than 2,700 local events, including all fifty
states and the District of Columbia. More than 250 national organiza-
tions and 2,500 local groups were involved. There were rallies, health fairs,
speeches, and theatrical depictions of the lives of the uninsured. The
Foundation spent nearly $7 million and raised $2.6 million from other
supporting organizations. A third Cover the Uninsured Week was held in
May 2005.

The focus, however, was on the problem, rather than on specific so-
lutions. Sometimes this was frustrating for participants in the awareness
campaign, who wished to focus on specific remedies for the 800-pound-
gorilla issue of cost.

Now, in 2006, comes the hard part for the Foundation and the na-
tion—finding solutions to the problems trumpeted through Cover the
Uninsured Week. “Action on the federal level is key to expanding coverage
and making it affordable and stable for all Americans,” a staff policy paper
concluded. The circle has been closed, going back to 1972, when the

Foundation began.

—w— Pragmatic and Incremental Approaches

Although the Foundation has looked to promote health care reform that
could lead to universal coverage—and, in fact, it promises to judge its
success by whether a national policy ensuring stable and affordable cov-
erage for all has been adopted by 2010—the Foundation has simultane-
ously sought smaller-scale opportunities to expand insurance coverage.
Most often, this incremental strategy focused on the states, which were
seen as laboratories where new approaches to covering the uninsured
could be developed and incubated. This was the essence of pragmatism—
if we can’t get the job done through national efforts, let’s help the states
get it done, one by one.
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As one example, the findings from the earlier Health Care for the
Uninsured program indicated that small businesses would not provide
coverage for their employees, even if offered price breaks (a concept at the
heart of a number of federal health reform proposals). As a follow-up, the
Foundation funded a variation of the program called State Coverage Ini-
tiatives. Under the new program, which was authorized in 1992, state
governments received grants to test ways that they can increase health in-
surance coverage. For example:

m Arkansas created a buy-in for small employers to get cover-
age for their low-paid workers under the state’s Medicaid
program.

m New Mexico devised a basic benefits package for small
companies, with the state acting as a vendor and collector
of premiums to keep down administrative costs.

m Oregon received help with a federal waiver to expand its
Medicaid program to cover more people.

m Rhode [sland had a program to provide insurance for low-
income families.

In the mid-1990s, with the failure of the Clinton health reform plan
having dealt a severe blow to the possibility of universal health care, the
Foundation was searching for new ways to expand health insurance
coverage. One way was to provide coverage for children, a group that
the Foundation had been concerned with for many years. In 1990, the
Foundation had funded a Healthy Kids program in Florida, which used
subsidized insurance, initially through schools, to bring coverage to more
than 60,000 children. With additional funds from the Foundation, the
Florida approach, with variations, was replicated in a number of states.'

Building on its experience in funding innovative ways to bring health
insurance to children, the Foundation in 1997 developed a new $13 mil-
lion three-year initiative called Covering Kids that would help local coali-
tions in fifteen states try to identify children eligible for Medicaid and sign
them up. Covering Kids came just as Congress was considering a new
health insurance program for children, the State Children’s Health Insur-
ance Program, or SCHIP, which was eventually passed as part of the Bal-
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anced Budget Act of 1997. Senator Edward M. Kennedy, a liberal De-
mocrat, and Senator Orrin Hatch, a conservative Republican, sent their
staff members out of a meeting on Capitol Hill, shut the door, and
worked out a deal to provide generous funding to the states to provide
health insurance for children. States had the choice of expanding eligibil-
ity under the current Medicaid program, creating a new health program
for children, or doing some of each.

Suddenly there was new government support and resources for ex-
panded health access, and the Foundation seized the opportunity to sup-
port the federal effort to expand coverage for children. In 1998, the
Foundation authorized an additional $34 million to transform the Cov-
ering Kids program into a nationwide effort, with projects in every state
and the District of Columbia. One hundred seventy-three pilot projects,
and 4,200 public and private organizations, joined coalitions to enroll el-
igible but unregistered children in Medicaid and SCHIP by developing
simplified application forms, doing outreach, and persuading state ofh-
cials to reduce restrictions such as means tests and in-person interviews.

As private insurance coverage has diminished in the past three years,
Medicaid and SCHIP have filled the gap, at least for children. The pro-
portion of the population covered by employer-sponsored insurance fell
from 67 percent to 63 percent between 2001 and 2003, but the proportion
of low-income children covered by the public programs rose sharply—from
38 percent to 49 percent—an increase of almost five million children. Ac-
cording to a report by the Center for Studying Health System Change, a
research group funded by the Foundation, “Public insurance clearly picked
up the slack as the United States moved through a recession and jobless
recovery and employer coverage declined. SCHIP, enacted in 1997, played
a major role and has been remarkably successful in providing a safety net
to children who otherwise might be uninsured.”"!

Steven Schroeder considers the Foundation’s role in increasing the en-
rollment of children as one the Foundation’s greatest accomplishments.
Much of the expansion in kids” coverage is due to the billions invested by
the federal and state governments. But as the program’s evaluators noted,

Unquestionably there are children with health coverage now who would not

have had coverage except for the efforts of state and local Covering Kids initiative
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grantees. It is not possible, of course, to isolate the exact number. It is worth
noting, however, that during the period that the Covering Kids initiative has
been operational, a downward trend in the number of children enrolled in
Medicaid reversed and began to increase. Furthermore, enrollment in SCHIP
has increased dramatically since the first program was implemented in 1998.
Federal reports indicate that more than three million children were covered by
SCHIP during fiscal year 2000."

In addition, the evaluators reported, “Covering Kids had served as a
change agent in many states, and had encouraged a fundamental change
in states’ perception of the Medicaid program—from a welfare program
to a health insurance program with a consumer focus. Furthermore, the
program had generated groups of individuals in each state who were now
knowledgeable about Medicaid eligibility to an extent that would not have
been possible without the Covering Kids initiative.”

Some states have expanded eligibility to the parents of children enrolled
in SCHIP. In 2001, to take advantage of federal revenues available for this
new family eligibility, the Foundation expanded Covering Kids into Cov-
ering Kids & Families, a five-year $65 million program. The Southern In-
stitute on Children and Families, which administers the programs, has
worked closely with state officials in fashioning programs that will allow the
parents of SCHIP children to be covered by governmental health insurance.

Yet these programs threaten to become victims of their own success.
Medicaid costs are growing far faster than the tax revenues of the states,
which pay anywhere from 17 percent to 50 percent of total program costs.
Medicaid, which consumed about 8 percent of state budgets a generation
ago, is now verging on 25 percent—an intolerably large figure for many
states. As the Medicaid and SCHIP programs enroll more children and
their parents, the costs to the states rise and the strain on precious state
resources increases. Even though spending for children’s health care con-
sumes a relatively modest share of state Medicaid budgets (most children
are healthy most of the time), some states have tried to curb the growth
in spending by making it harder for parents to enroll their children.
Among the tools some states have used are a temporary freeze on new en-
rollment and a requirement to be re-certified for eligibility every six
months instead of yearly.
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—w— Collecting and Analyzing Data

Meanwhile, the Foundation has been supporting organizations and indi-
viduals who have been steadily and often quietly producing a variety of
reports that help policymakers and the public understand some of the
complexities of the health care system, and that suggest just how hard it
will be for the Foundation to achieve its long-sought goal of access to
health care for every American. Organizations include

m Changes in Health Care Financing and Organization, or
HCFO. Headquartered at AcademyHealth in Washington,
D.C., HCFO has been funded since 1988. It awards grants
to researchers whose research is aimed at providing reliable
information for policymakers and public officials as they re-
shape the health care system. HCFO replaced the Program
for Demonstration and Research on Health Care Costs,
which the Foundation had funded between 1982 and 1987,
but which evaluators considered to be too limited because
of its focus on clinical data.

m The Center for Studying Health System Change. The
Center provides insights both at the macro level, looking
at the whole structure of the intricate national web of health
care, and the micro level, periodic visits and in-depth re-
ports about the widely divergent health care markets in
twelve communities. Along with its other research, the
Center tracks changes over time. It conducted a baseline
study in 1996-1997, encompassing 32,000 households,
12,000 doctors, and 22,000 employers at sixty random
sites. The study is repeated periodically, providing a wealth
of information on health coverage, costs, and trends."

m The State Health Access Data Assistance Center, or
SHADACG, at the University of Minnesota. SHADAC
supports the development of state-specific data sets and
analysis on issues of health insurance coverage.

m The Economic Research Initiative on the Uninsured at
the University of Michigan. This organization carries out
and publishes economic research on health insurance. It
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has done extensive research on the dynamics of insurance
coverage and the effect of being uninsured.

m The Urban Institute’s National Survey of America’s Families.
The Urban Institute surveyed families in thirteen states,
providing a comprehensive look at the well-being of chil-
dren and adults under sixty-five. It studies issues of access
and health insurance coverage among low-income families.

m The Economic and Social Research Institute, in Washing-
ton, D.C. The Institute conducts a wide range of research
on health and social policy. Its recent publications include
reports on safety net hospitals, strategies for covering the
uninsured, and Medicaid coverage for poor adults.

m The Institute of Medicine. The IOM has produced six re-
ports on the consequences of being uninsured.

The Foundation has gone beyond the gathering of facts illuminating
the health care system and has ventured into the area of “what if,” looking
at the statistical basis of a universal health care system and how it might be
structured. According to a Foundation-commissioned report by the Eco-
nomic and Social Research Institute, covering all the uninsured would cost
between $75 billion and $150 billion a year. The report, entitled Cover-
ing America: Real Remedies for the Uninsured, showed a broad and imagji-
native range of thinking from liberal to centrist to conservative. One author
proposed a combination of an individual mandate and tax credits whereby
all Americans would have to maintain a basic level of coverage. Tax cred-
its would assure that they spent no more than 10 percent of income for
their insurance coverage. Another suggested repealing the tax-free status of
health insurance premiums paid by employers and employees, with the re-
sulting billions of dollars in tax revenues going to the states to help low-
income families buy health insurance. Another called for the expansion of
Medicaid and the State Children’s Health Insurance Program, combined
with tax credits, to encourage small firms to offer coverage.

These reports, and others like them, represent serious thinking. Yet
there is a danger that they will remain unread except by aficionados of the
health care debate and thus be limited in their influence. In recent years,
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the Foundation has expanded its efforts to communicate findings from
its grantees’ research through vehicles such as an expanded Web site, sup-
port for grantee Web sites, convening of meetings of leading thinkers and
actors in health insurance, and support of the journal Health Affairs. The
Foundation also has funded an initiative to analyze the research on spe-
cific health policy issues and summarize the conclusions that it is possi-
ble to draw based on the research. Syntheses of existing research have been
done on topics such as ways to make individual health insurance policies
more affordable, how to reduce health insurance premiums for small busi-
nesses, and whether increasing publicly funded health insurance would
reduce the need for private insurance.

Despite these efforts, such reports appear to have had limited influ-
ence on the debate. This seems to be a persistent theme in the Founda-
tion’s work toward the goal of universal coverage. It assembles ideas and
information and then fails to promote them aggressively. Although it has
endorsed a set of general principles enunciated by the Institute of Medi-
cine for “guiding the debate,”'* the Foundation has been reluctant to sup-
port aggressively any particular approach that might lead to stable and
affordable coverage for all Americans.

—xw— Conclusion

The Foundation’s approach to covering the uninsured has shifted as the
national discussion has ebbed and flowed from worries about access to
fears about runaway costs. Its most noteworthy achievements so far in
bringing about expanded coverage have been at the margin—promoting
and publicizing the availability of government health insurance for chil-
dren and their parents, helping state and local officials do a better job of
administering the programs under their control, stimulating state exper-
iments in coverage, prodding them to take advantage whenever there are
more federal dollars to disburse, giving training and enthusiasm to the
local activists who labor on these issues, and keeping the issue of health
insurance alive through public communications campaigns.

At the same time, the Foundation has supported the generation of a
vast amount of data to help deepen understanding of how the health care
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system works and to examine ideas for expanding health insurance cov-
erage. What is not certain is whether this knowledge and these ideas help
shape the debate. They are disseminated to and known by experts, but
will policymakers and government officials choose to use them? The Foun-
dation itself seems reluctant to inject itself more actively into the policy
debate by promoting solutions, perhaps out of concern that it might be
accused of stepping over the line and lobbying or perhaps for fear of risk-
ing its reputational capital.

Many of the Foundation’s staff members and many of its grantees
have had visions of the magical day when every American would have a
card guaranteeing admittance to the doctor’s office or the hospital with-
out fear of going bankrupt. But these dreams have gone unrealized. There
has not been a broad, consistent constituency among the nation’s policy-
makers for such expansive notions of health reform. The Foundation has
been constrained in efforts to push in that direction. It is, after all, a ve-
hicle of philanthropy dependent on the tax code, not a political animal
or an activist caucus. Yet the Foundation now has a strategic objective of
stable and affordable health care coverage for all Americans by 2010. This
has been the impossible dream so far. Can it become a reality now?
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CHAPTER

t

The Robert Wood Johnson
Foundation’s Safety
Net Programs

James Bornemeier

Editors’ Introduction

The term safety net, which entered the health care vernacular during the Reagan
administration, means different things to different people. To some, it is code for
an alternative—and unsatisfactory—approach to caring for the poor: a parallel
system of health services in lieu of a universal health insurance system. To oth-
ers, it refers to providers of health care for people who live in low-income urban
or remote rural locations where mainstream providers often do not locate. In
the latter sense, an effective safety net will still be needed even when low-income,
vulnerable populations have insurance coverage.

This chapter flows naturally from the previous chapter on the Robert
Wood Johnson Foundation’s efforts to expand health insurance coverage. For
even as the Foundation has worked to expand such coverage, it has also funded
initiatives to bring services to needy people—safety net services.

Successful safety net programs can undermine the case for universal
health insurance. Because of this, plus the difficulty reaching agreement on exactly
what the safety net consists of and the strong partisan feelings the term engenders,
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it is not surprising that the chapter’s author, James Bornemeier, a freelance writer
specializing in health and social policy issues, finds that the Foundation’s ap-
proach to the safety net, though serious, has been inconsistent. Nonetheless, in
examining Foundation-funded programs to maintain the safety net, Bornemeier
highlights a number of interesting and worthwhile initiatives that have provided
services to people who otherwise would not have received them. And even though
the Foundation has never specified maintaining the safety net as a priority, it is
striving, within its current impact framework, to improve the care given to vul-
nerable populations and to reduce the disparity in the quality of health care re-
ceived by racial and ethnic minorities.
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I 1
n the United States, the term safety net has come to mean the

patchwork of health care providers and social service agencies—public hos-
pitals, community health centers, local clinics, and some primary care
physicians—that offers a combination of medical care and other services,
such as language translation and transportation, to uninsured and vulner-
able citizens. A recent report of the Institute of Medicine observed, “The
safety net is the default system of care for many of the forty-four million
low-income Americans with no or limited health insurance, as well as many
Medicaid beneficiaries and people with special needs.”" In the absence of
universal insurance coverage, it seems likely that the nation will continue to
rely on safety net providers to care for its most disadvantaged populations.
For the Robert Wood Johnson Foundation, this fact of life has provided
the backdrop for a number of programs that have sought to strengthen this
often overwhelmed segment of the health care system.

Yet the Foundation’s diverse safety net efforts, for all their ingenuity
and earnestness, have never been consistently coordinated under a grand
strategy (and certainly never anointed with an eponymous portfolio), and
over the Foundation’s existence, engagement with safety net issues has
taken place episodically and some would say erratically.

To understand why, it’s instructive to return to the Foundation’s ear-
liest years and recall a political consensus that by today’s starkly divided
electorate seems nearly unimaginable. In 1972, legislation to establish na-
tional health insurance was wending its way through Congress. Massa-
chusetts Senator Edward Kennedy, chairman of the Health Subcommittee,
was pushing the bill forward in the Senate, while Representative Wilbur
Mills of Arkansas, chairman of the Ways and Means Committee, was shep-
herding it through the House. President Richard Nixon supported the con-
cept. Though passage of the legislation was by no means certain, some
form of national health insurance seemed likely.

“The notion of extending health insurance to the entire population
didn’t seem as farfetched as it does now,” recalls Paul Jellinek, a former
Foundation vice president. “The Foundation believed that health insur-
ance was right around the corner, and the real challenge was to have a
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supply of doctors who could actually deliver the care. What good would
it do for everyone to have an insurance card if there were no doctors to
take it t0?”

Access to care was a growing issue, and the Foundation’s board, an-
ticipating the historic adoption of universal coverage, was poised to assist
in the flowering of this new health care paradigm. “They wanted to get
behind something that the average American would understand and ap-
prove of,” Jellinek says.

The legislative moment was lost. Mills began flaunting his enthusi-
asm for an Argentine ecdysiast, and his career derailed. Nixon had become
embroiled in the Watergate scandal, leaving him little time to worry about
health care. By the time of Nixon’s resignation, in 1974, the momentum
for national health insurance had passed.

Larger forces were also at work. A more conservative strain of Re-
publican national leader, exemplified by California’s Governor Ronald
Reagan, was on the rise—one who took a sharply different view of the
role of the federal government. Robert Blendon, a Foundation vice pres-
ident from 1971 to 1986, recalls, “Reagan thought that Nixon was nuts
and that Republicans should not be for these large government systems.
He thought we should turn it over to the states and get the federal gov-
ernment out of trying to fix these problems.”

“We were quite affected by the shift in the national mood,” says
Blendon, now a professor at the Harvard School of Public Health and the
John E Kennedy School of Government. “The country was faced with a
lot of problems but Reagan believed it wasn't the federal government’s re-
sponsibility to solve them. We at the Foundation thought we were going
to be involved in numerous programs and partnerships, but quite quickly
all these possibilities left the scene.”

“The Foundation found itself all dressed up with no place to go,”
Jellinek says, “and it was confused about what it should do.”

“Access to care was the focus,” Blendon says. “We wanted to put to-
gether systems that tried to improve access for people who were having
really difficult problems.” But the term safery net was not invoked.

As the prospect of national health insurance faded from view and the
role of government diminished, the Foundation had to readjust its rela-
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tionship with the safety net. “They struggled for seven or eight years to fig-
ure out what they wanted to do,” says John Billings, a Foundation grantee
and director of the Center for Health and Public Service Research at New
York University and professor of health policy at the Robert E Wagner
Graduate School of Public Service. “They couldn't decide if the safety net
providers were part of the problem or part of the answer. A lot of people
thought that the safety net providers hadn’t been performing very well
and that they had to be really shaken up. Therefore, doing any program
directed at the current players didnt make much sense. That sort of par-
alyzed them for a while.” The result? “They never developed a very clear,
explicit, or coherent approach to what they wanted to do about improv-
ing the performance of the safety net,” Billings says.

Along with concerns about the performance of safety net providers,
the Foundation’s approach to the safety net was complicated by a conun-
drum: Improving the quality and the delivery of safety net care gives com-
fort to those who argue against universal coverage. “We have a goal of
increasing access to care, and we believe across the Foundation that the
single strongest, most powerful tool toward access is health insurance,”
says Pamela Dickson, a Foundation senior program officer. “We also rec-
ognize that in the short term it’s an impractical notion to assume that we
are going to be able to get everybody covered by health insurance.”

“From a practical point of view, we want to be helpful to efforts that
provide services to people who are not going to have health insurance or
aren’t eligible for it,” Dickson continued. “But when you support safety
net efforts, you can become vulnerable to the argument that you don't need
universal health insurance because the safety net is an adequate substitute.
As a whole, the Foundation does not want to support that. That is one rea-
son that the efforts to support safety nets may seem kind of sporadic.”

Dickson’s colleague, Anne Weiss, also a senior program officer at the
Robert Wood Johnson Foundation, echoes these thoughts:

When we first started thinking about safety net projects, we thought of them
as related to the goal of access to health care: A lot of people get access to health
care through the safety net, so let’s see how we can make it supply more and

better access. At some point in the late 1990s, our board and our leadership
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coalesced around the idea of coverage—covering the uninsured. That positioned
these safety net programs somewhat separately. We didn’t want to suggest they
were the solutions. To a certain extent, we wanted to suggest to people that these
safety net programs demonstrated the inadequacy of local solutions and the need
for a national solution. The Foundation shifted from being proactive, “Here’s
something we're doing and we hope more people will do it,” to “Here’s some-
thing we're doing to take a very tough look at the limitations of these strategies.”

That made safety net programs kind of an orphan for a while.

Despite the notion that successful safety net programs can potentially
undermine the justification for universal health insurance, from the 1970s
through much of the 1990s, the Foundation put forth an impressive array
of initiatives that attacked nagging problems of inadequate, poor-quality,
or inefficient health care for the nation’s most vulnerable individuals. Dur-
ing those years, the Foundation developed national programs aimed at
strengthening health care centers, improving access to care for the rural
poor, assisting large cities in providing municipal health services, helping
low-income people get proper dental care, and providing housing and
health care to the homeless.

In 1999, the Foundation reorganized into teams, and safety net pro-
grams fell loosely under the auspices of the Priority Populations team,
whose mission was to reduce nonfinancial barriers to health care. “We
didn't call ourselves the safety net team,” Dickson says, “but in a way we
were looking at the barriers that, in addition to lack of coverage, block
poor people from getting the health care they needed. ‘Safety net’ was
there under the surface, but we didn’t use it directly to describe our work.”

In January 2003, Risa Lavizzo-Mourey became the president and
chief executive officer of the Robert Wood Johnson Foundation. She
quickly reorganized the Foundation into issue portfolios by employing
an “impact framework” to heighten the emphasis on goals and results.
Lavizzo-Mourey says:

The safety net plays out in several different ways in the impact framework. First,
in the Vulnerable Populations portfolio, which is focused on providing innova-

tive programs for the most vulnerable in our society. That’s the same population
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that the safety net institutions typically serve. Second, in our Disparities team,
which has as an objective to define evidence-based ways to reduce the disparities
in health care based on race and ethnicity. Many of the ways in which the safety
net institutions have been leaders is in providing care that addresses the dispari-
ties that people have both before and after they get health insurance. Last, and
more significant for the overall economic viability of the safety net, we're contin-
uing to push very hard to ensure that everyone has health insurance. Those three
approaches to the kinds of populations and challenges that the safety net institu-

tions address are the ways that we are demonstrating our strong commitment.

Lavizzo-Mourey notes that the new arrangement offers a more com-
prehensive strategy. “Before, there was a group of individuals [the Prior-
ity Populations team]that focused on some safety net issues, and there
were very strong programs geared toward individual issues within the
safety net, but there wasn't any multipronged approach that looked at the
various challenges that safety net institutions have—financing, delivering
high-quality care to an ethnically diverse population, and being located
near and serving the most vulnerable people. The difference now is that
we are looking at issues of the safety net from a multipronged approach.”

—w—Notable Safety Net Programs

Wit large, the Foundation’s safety net grantmaking has been aimed at ex-
panding health care services for people who are poor or uninsured or who
have difficulty gaining access to the system—minorities, people with se-
rious mental illnesses, immigrants, and individuals living in inner cities
or rural areas or having a disease such as AIDS. In this macro sense, vir-
tually all the Foundation’s programs could qualify as safety net programs.
But a tighter focus can be used: those programs aimed at providing or
expanding medical services to individuals having difficulty getting ade-
quate care because they are poor or uninsured or live in areas where physi-
cians are in short supply. Even using this tighter focus, there is a rich lode
of grantmaking initiatives. Here, grouped under the general categories of
expanding ambulatory care, strengthening volunteerism, and improving
services for homeless people, are sketches of some notable initiatives.
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Expanding Ambulatory Care
Municipal Health Services Program (1977-1984, $15 million)

The Municipal Health Services Program was designed to respond to the
increasing need for general medical care in urban communities, where
municipal health departments and hospitals are the principal institutional
resources available. The country’s fifty largest cities were invited to apply
for funding, and five—Baltimore, Cincinnati, Milwaukee, San Jose, and
St. Louis—were selected to participate. The goal was to assist the cities in
their efforts to provide basic health care services to families living in un-
derserved urban neighborhoods. A key feature of the program was help-
ing municipalities develop those services by consolidating and building
upon existing services offered by public health departments, hospitals,
and other local health agencies, with a limited investment in new funds
by the municipality. It was developed in cooperation with the American
Medical Association and the U.S. Conference of Mayors.*

One of the central questions Municipal Health Services sought to an-
swer was this: Can the program improve access to care while containing
costs to the Medicaid program? (The federal Health Care Financing Ad-
ministration authorized waivers so that people could use primary care cen-
ters rather than more expensive hospital-based sources of care.) According
to evaluators, the program had mixed success. In terms of access, the Mu-
nicipal Health Services Program was able to provide certain targeted
groups with sources of care, which were generally more convenient than
those they had been using. But the program did not provide care at a
lower cost than that received by people who went to other public facili-
ties. “Costs overall were not significantly different for the Municipal
Health Services Program and public facility users,” the evaluators con-
cluded, “[but] we are relatively certain that MHSP did not cost more.”

Program to Strengthen Primary Care Health Centers

(1985-1994, $3.4 million)

In the early 1980s, a trend toward the privatization of health care led to
a reduction in funding available to community health centers (which were
called “primary care health centers” under the program), which had orig-
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inated in the antipoverty programs of the 1960s as places where finan-
cially, medically, and geographically disadvantaged people could go for
care. In response to this retrenchment, the Foundation developed the Pro-
gram to Strengthen Primary Care Health Centers—specifically to help
them become more entrepreneurial and less dependent on public funds.
The program aimed at helping health centers find new sources of revenue
and become more financially efficient. More precisely, it provided grants
and technical assistance aimed at improving the operational, financial
planning, and managerial capacities of health centers and reducing their
dependence on federal support.

The activities initiated by the health centers focused on five major
objectives:

m Increasing patient service revenues
m Serving more patients
m Promoting the stability of center operations

Expanding the kinds of services provided at the centers

Enhancing nonpatient revenues

According to the program’s evaluation, those centers receiving Foun-
dation support improved their financial stability. Most striking, one com-
parison center went bankrupt during the study period, but none of the
participating centers met that fate.*

Hospital-based Rural Health Care Program
(1986-1992, $16.5 million)

A significant number of the 2,700 rural hospitals in the United States ex-
perience financial distress. Although closing may be appropriate for some,
a large number are a vital part of their local communities. Rural hospitals
are often a major capital investment, a large local employer, and an im-
portant provider of care for the poor and the elderly, and are necessary to
recruiting and retaining physicians.’

The underlying assumption of the Foundation in this demonstration

project was that local hospitals and their managers are a key leadership
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force in improving rural health care, and that small rural hospitals can ac-
complish more by working together with other hospitals than they can in
isolation. In 1988, the Foundation initiated the Hospital-based Rural
Health Care Program to improve the access, quality, and cost-efficiency
of health services for rural populations by supporting consortia of hospi-
tals to implement several strategies:

m Improve organizational arrangements by forming linkages
among hospitals and other providers

m Promote cost-efficiency through improved management by
sharing data and billing systems, management teams, the
purchase of supplies and new technology, and the recruit-
ment and employment of physicians and specialized staff

m Expand new revenue bases by diversifying into new health
and health-related services, developing joint ventures, and
expanding the use of existing systems

The response to the announcement of the program was overwhelm-
ing—some 180 applications were received. The program provided grants
for up to four years, averaging about $625,000 a year to thirteen consor-
tia of hospitals in rural areas. Examples of innovative consortia programs
included efforts to provide a network of geriatric care providers in the
western part of North Carolina; a hospital conversion from medical-
surgical to psychiatric inpatient services in northeastern New York; and
the cooperative recruitment of physicians by twelve hospitals in western
New York and twenty hospitals in Wisconsin.

An evaluation by the University of Minnesota’s Institute for Health
Services Research found that nearly 40 percent of the networks had ceased
to function within one year after the grant funding of the Robert Wood
Johnson Foundation had ended, in 1991. The evaluators found that lack
of funds was the precipitating factor in the demise of two-thirds of the
networks. One out of five networks singled out competitive factors in ex-
plaining why they disbanded, for example, their fear of sharing informa-
tion or resources with hospitals viewed as competitors for patients or
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outside funding. This suggested to the evaluators that “the rural hospital
network is a relatively unstable organizational form.”

Communities in Charge (19972005, $15.5 million)

In 1996, the Robert Wood Johnson Foundation provided partial support
to the federal Health Resources and Services Administration for a national
competition to identify and showcase innovative projects for delivering
primary health care to underserved and vulnerable populations in local
communities. One of the winners of that competition was the Hillsbor-
ough County Health Care Plan, a community-wide effort in Hillsborough
County, Florida (which includes Tampa and surrounding communities),
that resulted in a program that raised the local sales tax to finance a man-
aged-care plan for 30,000 uninsured people. The Hillsborough model,
which won an Innovations in Government award in 1995, was particu-
larly interesting not only for its tax mechanism but also because it was a
rare county-based approach whose scale seemed transferable elsewhere.

The Hillsborough County Health Care Plan inspired the Robert
Wood Johnson Foundation to develop a new initiative that would en-
courage other communities to develop innovative programs for improv-
ing access and quality of care for their uninsured residents. Called
Communities in Charge, the initiative was a competitive grants program
that challenged local communities to rethink how funds and services are
organized for the uninsured. It also provided funding and technical assis-
tance to help communities design and implement new, or significantly
expand existing, community-based approaches to the problem.®

Twenty communities received organizational and planning grants be-
ginning in January 2000. Grants for development and implementation
matching grants were awarded in January 2001 to fourteen communities.
During the course of the program, the focus of Communities in Charge
shifted, in part because of the economic downturn, surging state budget
deficits, and increases in the number of uninsured, and in part because of
the recognition that Hillsborough County’s coverage program was an
anomaly—an almost perfect meshing of state, county, and community
political will—and that communities cannot solve the coverage problem
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without significant assistance from state and federal governments. The
program was able to recommend smaller-bore strategies that had a better
chance of being replicated (health policy forums, shared clinical records,
state-federal partnership coverage programs) and strategies to be avoided
(such as models requiring small businesses to buy insurance for their
employees).

Pipeline, Profession, and Practice: Community-based
Dental Education (2001-2007, $19 million)

Oral Health in America: A Report of the Surgeon General, released in May
2000, recognized impressive gains in oral health over the past fifty years
for many Americans, but noted that only 35 percent of the people below
the poverty line had visited a dentist in the previous year. It also noted that,
sadly but not surprisingly, vulnerable populations—the poor, the medically
disabled, the geographically isolated—suffered the worst oral health.”

The report cited several factors contributing to this disparity: public
and voluntary dental clinics for low-income patients treat only seven mil-
lion people a year of the tens of millions who are without adequate access
to other care; the dental profession lacks the cultural and ethnic diversity
necessary to enhance access to and utilization of oral health care by racial
and ethnic minorities; and high tuition and the prospect of high student
debt contribute to the decline in dental students from lower-income
families.

The Pipeline, Profession, and Practice: Community-Based Dental
Education program strives to increase access to dental care for underserved
populations in urban and rural communities by expanding the number
of underrepresented minority and low-income students studying dentistry.
Specifically, the program is funding fifteen dental schools to, among other
things, initiate programs to recruit, enroll, and graduate greater numbers
of underrepresented minority and low-income students; change the stan-
dard curriculum to incorporate more public health dentistry training; raise
awareness of sociocultural issues and sensitivity in the practice of den-
tistry; and advocate public policy changes at the national, state, and local
levels. (The program is cofunded by the California Endowment, which
supports participating dental schools in California.)
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As an example, as part of the program at the University of North Car-
olina, dental students can do their required community training at sites
that include prisons, nursing homes, psychiatric hospitals, veterans hospi-
tals, mental institutions, and community health centers. As another ex-
ample, the Temple School of Dentistry appointed an associate dean for
institutional relations and community affairs to further develop and im-
plement community-based programs. These programs now serve hundreds
of underserved patients in Philadelphia and Tioga County, Pennsylvania.
Community clinical rotations have become a requirement for graduation.

State Action for Oral Health Access (2001-2005, $8.2 million)

This program supports demonstration projects testing innovative ap-
proaches to expanding access to dental care for low-income, minority, and
disabled individuals served through Medicaid, the State Children’s Health
Insurance Program, and the public health system. In South Carolina, for
example, the Department of Health and Environmental Control devel-
oped a collaboration with a district African Methodist Episcopal Church
in which children attending church events are screened and, where ap-
propriate, referred to dentists. In Oregon, the Department of Human Ser-
vices and the Oregon Dental Association developed a project whereby a
coalition of public, volunteer, and professionals are working together to
coordinate free or low-cost oral health services for low-income families.

Urgent Matters (2002-2007, $6.4 million)

Dramatic increases in emergency room wait times plague many big cities,
with implications for the health and health care of millions. In a 2002 na-
tional survey, 62 percent of all American hospitals reported being at or
over operating capacity in their emergency departments, and the number
rose to 79 percent for urban hospitals.®

This situation is troubling, given the unique role of emergency depart-
ments in the health care system. Emergency rooms are often the only open
door in a community’s health care system and the only provider of many es-
sential services, such as burn and trauma care. In addition, the nation’s abil-
ity to respond to bioterrorism or events involving mass catastrophes requires
both robust and sustainable hospital and emergency room capacity.
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To help address these nagging problems, the Foundation funded Ur-
gent Matters, an initiative to help hospitals relieve emergency room
crowding. The program provides resources to hospitals in ten communi-
ties to improve the timeliness and the availability of emergency care. The
hospitals work as part of a learning network to develop and implement
best practices to maximize patient flow and relieve emergency room
crowding. Four of the hospitals also received $250,000 for special demon-
stration projects to lessen emergency room crowding. All sites participate
in a safety net assessment and community education process in conjunc-
tion with community partners. This helps raise awareness about the state
of the local safety net.

Urgent Matters communicates program findings and lessons learned
to a variety of local and national audiences. Beginning in February 2005,
Urgent Matters embarked on its second phase, using seminars conducted
over the Web, conferences, and a new learning network.

Strengthening Volunteerism

Reach Out (1993-1999, $11 million)
Against the backdrop of the failed health care reform efforts during the

first Clinton administration, the Foundation unveiled a program designed
to encourage locally based groups of physicians to volunteer their time to
serve people without health insurance. Its official name: Reach Out: Physi-
cians’ Initiative to Expand Care to Underserved Americans.” Thirty-nine
sites, ranging from entire states to inner cities to remote rural areas, re-
ceived funds to increase access to care through a combination of physi-
cian leadership and community support. The two most common
models—the free clinic and the referral network—accounted for two-
thirds of the total number of projects.

As cited in the Journal of the American Medical Society in January 2000,
approximately 11,000 physicians participated in Reach Out. Some 200,000
people received medical care through the program. Put differently, under
Reach Out, approximately 2 percent of American physicians volunteered
to treat 0.5 percent of the nation’s uninsured. A significant number of these
patients were provided with ongoing medical homes throughout the three-
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year implementation phase of the program, while others received special-
ized care such as surgery or costly tests.

In the view of H. Denman Scott, the program’s director, Reach Out’s
most important accomplishment was probably its documentation of
physicians capacity and willingness to lead community-wide efforts to
provide care to the medically underserved. The program also demon-
strated the ability of communities to develop and run programs that suit
their local needs. In assessing the program’s accomplishments, Scott re-
mains cautious. He notes that in 1993, as Reach Out began, about thirty-
seven million people were without medical insurance, and the number
swelled to forty-five million in 2005.

Realistically, the program was designed only to point the way to pos-
sible solutions; it could at best make only a modest dent in the uninsured
problem. “A major expansion of Reach Out would not solve the growing
problem of access to health care,” he said. “One thousand organized pro-
grams, performing as the Reach Out projects have on average, would pro-
vide care to about five million uninsured and underserved persons—a
small fraction of the large national problem.”

Faith in Action (1992-2007, $86.5 million)

In 1992, the Foundation’s board of trustees authorized the creation of its
largest program to encourage volunteerism, Faith in Action. The program
is designed to draw upon the spirit of helping others that is found in faith
groups and to leverage it by providing funds to hire a full-time director
at each site to organize and deploy volunteer services through an inter-
faith coalition. Local Faith in Action coalitions bring together volunteers
from many faiths to work together to care for their neighbors with long-
term chronic health needs.!

The volunteers, who come from churches, synagogues, mosques, and
other houses of worship, provide services to their neighbors such as shop-
ping for groceries, providing rides to doctors’ appointments, cooking, and
doing light housework. The most frequently provided services, in de-
scending order, are friendly visitor—telephone reassurance (that is, keeping
in touch with neighbors by phone, reminding them to take their medica-
tions, making sure that they have enough to eat, and simply checking in
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on them); transportation; meal preparation and delivery; linking people to
community services; shopping; and respite for caregivers.

The majority of persons assisted by volunteers are old and very old
women, homebound or unable to go out without help, poor or near poor,
and living in isolation, with few social contacts. The Foundation re-
authorized Faith in Action several times, but in 2005 decided not to renew
it once its current funding ends, in 2007.

Improving Services for Homeless People

Health Care for the Homeless (1983—1990, $18 million);
Homeless Families Project (1989—1995, $5 million)

During the 1980s, homelessness took center stage as a largely unexpected
new social problem. Homeless people have been found in most times and
places, of course, but the increasing appearance of homeless women and
children, and even whole families, on the streets and in shelters made the
issue highly visible and compelling. Best estimates were that women and
children totaled one-fifth to one-third of the homeless population. One
heated debate at the time concerned the extent to which these families
were homeless because of temporary economic dislocation or because of
endemic poverty and other complicating factors.

The Foundation has made two large investments in national pro-
grams directed at alleviating problems facing homeless people in Amer-
ica. The first, Health Care for the Homeless, attempted to increase the
availability of health care services for homeless people.!" It became a model
that was cited when the federal government passed the McKinney Act in
1987, providing federal dollars to improve access to health care for home-
less people throughout the country.

The projects undertaken under the Health Care for the Homeless
program, funded jointly with the Pew Charitable Trusts, were considered
to be one of the single most effective networks of health care services de-
veloped for homeless people in the 1980s.'* The creation of the program
reflected the growth of the homeless problem and the fact that agencies
that had historically been able to provide services to homeless people could
no longer cope with their increasing numbers. Begun in 1983, the pro-
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gram was developed to provide cities—limited to the country’s fifty
largest—with an opportunity to make a significant impact on health care
delivery to the homeless. Cosponsored by the U.S. Conference of May-
ors, the program’s guidelines required that cities forge a coalition of dis-
parate groups of health care professionals and institutions, volunteer
organizations, religious groups, public agencies, shelter providers, and
members of the philanthropic community. These coalitions were charged
with developing a program to meet the health care needs of the homeless,
improving their access to other supportive services and entitlements, and
conceiving a strategy for continuing the program services after the termi-
nation of foundation funding.

Nineteen cities participated in the program, each with a distinctly
different approach based on its specific needs. In the early years of the
program, service delivery methods included mobile vans outfitted as clin-
ics, mobile teams going to existing programs that serve the homeless (par-
ticularly shelters and soup kitchens), and central clinics located in areas
where homeless people could be found in substantial numbers.

After the Health Care for the Homeless program was completed, the
Foundation funded a second program, the Homeless Families Program,
which was more ambitious than its predecessor. It attempted to improve
not only health care services for homeless families but also a range of other
social services. The Foundation established a partnership with the U.S.
Department of Housing and Urban Development, which made stable
housing arrangements for families participating in the program.

The premise of the program was that both housing and social services
(including health care) were needed to get many homeless families back into
stable and independent lives. The Homeless Families Program exemplifies
a range of national programs begun by the Foundation in the late 1980s
and the start of the 1990s, which emphasized systems reform as a long-range
solution to making social services more productive. The theory held that
the problem with social services was not just that more were necessary but
that existing resources needed to be better coordinated and better focused.

The Homeless Families Program was the first large-scale response to
the problem of family homelessness. Started in nine cities across the na-
tion, it had two complementary goals:
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m To develop or restructure the systems of health, support
services, and housing for families

m To develop a model of “services-enriched” housing for
families that have multiple, complex problems

The ultimate goal of the program was to improve the residential sta-
bility of families, promote greater use of services, and increase steps to-
ward self-sufficiency. Each of the nine sites received $600,000 in grants
over five years to develop systems to care for homeless families and
demonstrate a model of services-enriched housing for a group of families.

Corporation_for Supportive Housing(1991-2000, $8 million),
Taking Health Care Home (2002-2006, $6 million)

As much as 70 percent of the homeless population has health problems,
mental and physical disabilities, and substance abuse problems. Supply-
ing shelter to these individuals in the absence of health and supportive
services is unlikely to result in their successful reintegration into society.
Thus, the concept of “supportive housing” was born: permanent housing
that combines health and social services for homeless people suffering
from chronic health problems such as alcoholism, substance abuse, men-
tal illness, and HIV/AIDS. Previous efforts to integrate access to health
and social services with housing had been developed on a case-by-case
basis, with no standard model for financing.

The Pew Charitable Trusts began this initiative with a feasibility study
of a potential mechanism to promote the development of special-needs
housing across the country. Pew brought together the Robert Wood
Johnson Foundation’s experience in special-needs housing and the Ford
Foundation’s experience in developing national financing for community-
development programs to form a unique collaboration among three major
philanthropic organizations that resulted in grants to create the Corpora-
tion for Supportive Housing.!?

Early grants were used to select cities to test the feasibility of sup-
portive housing, raise money to finance the housing from national, state,
and local private and nonprivate sources, and provide technical assistance
to community-based health and human services organizations and hous-
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ing providers. Each community was required to match each dollar of the
Corporation for Supportive Housing’s national funding with one dollar
of local philanthropic funding. In addition, states and localities commit-
ted capital and service funds to finance supportive housing development
at each program site.

In 1995, grants from the Robert Wood Johnson Foundation, the Pew
Charitable Trusts, and the Ford Foundation allowed the Corporation for
Supportive Housing to establish programs at eight sites: New York City,
Chicago, Columbus, Ohio, and the states of California, Connecticut,
Michigan, Minnesota, and New Jersey. Through 1999, the Corporation
for Supportive Housing raised more than $95 million from philanthropic
and public funding sources. With this funding, it made grants and loans
that backed the development of nearly 10,000 units of supportive hous-
ing, and leveraged more than $169 million in corporate investments to
produce 4,000 more units.

The Foundation renewed its support of the Corporation for Sup-
portive Housing with a $6 million, two-year program beginning in 2005
called Taking Health Care Home. Under the renewal, the existing eight
supportive housing sites, plus two new ones, will receive funding, and a
larger collaboration of foundations working to alleviate chronic home-
lessness will be established.

—w— The Foundation and the Safety Net:
An Assessment

For three decades, the Robert Wood Johnson Foundation and its leaders
and staff have allocated hundreds of millions of dollars, countless hours
of intellectual engagement, and incalculable well-intentioned effort into
improving, stabilizing—or demonstrating the fragility of—the safety net.
To hear past and present Foundation officers and grantees tell it, the
Foundation deserves two cheers for its accomplishments.

“As far as doing work to make the safety net work better, they haven't
made much of a mark,” says John Billings, the NYU professor of health
policy and a Foundation grantee. “They’re beginning to take it on in a
more head-on way, but historically they haven'.” The Foundation’s main
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downfall, Billings says, is its failure to recognize that an insurance card alone
is not a panacea. “Of course coverage matters, and is the first and most im-
portant step,” he says. “But a large share of the gap between rich and poor
and different minority groups is how the providers are performing. A lot
more time needs to be spent talking to patients about how they make health
care decisions and where things go wrong. We tend to develop interven-
tions based on what the middle class thinks is the right way, rather than rec-
ognizing the particular needs of these more vulnerable populations.”

Steven Schroeder, former Foundation president and CEO, is equally
blunt. “I don't think we have a very good feel for that,” he says of safety
net programs. “We came at these programs in different ways—by sup-
porting workforce programs and by increasing Medicaid coverage for chil-
dren, for example—but in terms of directly operating with safety net
institutions, making grants accessible to them, I don’t think we took it on
frontally. I don’t think we can look back and say that we directly helped
the safety net institutions much, but I think we had a lot of programs that
influenced them.”

As Schroeder sees it, the Foundation could not agree on a clearly de-
fined plan of attack. “I don't think we ever got a coherent strategy to bring
to the board,” he says. “The board was not the obstacle. You can frame it
in one of two ways: We were not smart enough, or the task was too daunt-
ing for the resources we had. I suspect it was a mixture of both.”

Paul Jellinek, who as a Foundation vice president played a key role in
the shaping and implementing of several major safety net initiatives, takes
a long view of the Foundation’s safety net efforts. “The good news is that
these programs were able to serve a fair number of people,” he says. “The
Foundation did make some headway in strengthening the financial via-
bility of some community health centers; we did set up physician volun-
teer programs; Faith in Action set up hundreds of coalitions all over the
country. But the bottom line is that we have forty-five million uninsured,
and access to care is a huge problem for a lot of people. The argument is
made that if we hadnt done what we did, the problem would be even
worse. I'm not so sure about that.”

Perhaps the last word belongs to the current Foundation president
and CEO, Risa Lavizzo-Mourey. Calling the safety net “very much a pri-
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ority,” Lavizzo-Mourey says that the strategy going forward will focus on

specific issues within vulnerable populations rather than on a generalized

commitment to continue investing in the safety net.

Safety net is a term that is not universally defined in the same way. Some people
mean hospitals, some people mean hospitals and clinics. Some people mean
federally qualified health centers, others place faith-based institutions in there—
so it’s a term that is difficult to get universal agreement on. However, many more
people can agree on the populations, from a health care perspective, that are
most vulnerable, most in need, most likely to have adverse outcomes or not
realize their full health potential. So we look at it from that vantage point: who
are the people in our society for whom the Robert Wood Johnson Foundation

can make a difference? And how can we best go about doing so?
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CHAPTER

5

The Medicaid
Managed Care Program

Marsha R. Gold, Justin S. White, and Erin Fries Taylor

Editors’ Introduction

In the 1990s, as insurance companies and employers began to rely on managed
care as a method for controlling health care costs, state governments followed
suit by adopting managed care for their Medicaid programs. Medicaid pays for
medical and long-term care for more than fifty million low-income Americans.
It is financed by both the federal and state governments and is administered by
the states. The task of adapting managed care to Medicaid was daunting, and in
1995 the Foundation developed an initiative—the Medicaid Managed Care Pro-
gram—to help state governments, health plans, and consumers improve their
use of managed care. The Foundation’s staff felt that managed care represented
an opportunity to both reduce the cost and improve the quality of health services
delivered to low-income Americans.

This chapter, written by the program’s chief evaluator, Marsha R. Gold,
and her colleagues at Mathematica Policy Research, describes the initiative and,
drawing on the evaluation, offers an assessment of it. The authors discuss the

111
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various types of interventions used by the program to serve its constituencies, es-
pecially state governments and health plans. They also examine how the program,
and the Center for Health Care Strategies where it is located, have evolved over
the years.

Medicaid today is in crisis, devouring state budgets across the nation.
Covering one out of every six Americans, the program costs $300 billion a year,
having recently surpassed Medicare. It pays for some 60 percent of the nation’s
nursing home costs. In some states, Medicaid expenses, which have risen 63 per-
cent in the past five years, account for a third of the budget. Even as the federal
government threatens to reduce its contribution to the program, states are trying
to find ways to slash their Medicaid budgets. Tennessee, for example, plans to cut
off benefits for 320,000 Medicaid recipients in 2006.! Even though an initiative
such as the Medicaid Managed Care Program doesn’t address the root fiscal prob-
lems affecting Medicaid, its promise to help states buy higher-quality health ser-
vices at lower cost and to assist health plans to provide better care for Medicaid
patients bears careful watching.

1. Sara Lueck, “Surging Costs for Medicaid Ravage State, Federal Budgets.” Wall
Street Journal, Feb. 7, 2005, p. 1.
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—m—‘ M i 1 1 1
edicaid, the main source of health insurance for a range

of low-income, disabled, and seriously ill people, accounts for 17 percent
of the nation’s personal health spending.! More than fifty million people
are enrolled in the program, including thirty-eight million low-income
children and parents, and twelve million elderly and disabled people, half
of whom also qualify for Medicare. The elderly and the disabled make up
25 percent of Medicaid beneficiaries but account for 70 percent of its
spending. Although Medicaid is a national program, it is administered by
the states; eligibility, benefits, and other program features vary substan-
tially from state to state.

Enacted in 1965, Medicaid has been based largely on traditional fee-
for-service insurance arrangements with health care providers; that is,
providers willing to participate in the program were paid fees for the ser-
vices they rendered. Starting in the 1970s, however, a few states experi-
mented with offering Medicaid beneficiaries the option of enrolling in
private managed care plans, especially health maintenance organizations,
or HMOs.? For a monthly payment per person enrolled in the HMO (the
“capitation rate”), the plans took responsibility for providing or arrang-
ing medical care covered under the state’s program. States also pursued
other managed care arrangements, such as primary care case management,
which involves paying physicians a small monthly fee (in addition to fee-
for-service) to coordinate care for their Medicaid patients.

In the 1990s, more states began to use managed care arrangements
and to make enrollment in them mandatory for some categories of bene-
ficiaries. Between 1990 and 1995, the percentage of Medicaid beneficia-
ries enrolled in managed care increased from 9 to 29 percent nationwide.?
By 2003, some 60 percent of Medicaid beneficiaries nationwide were in
managed care arrangements, primarily HMOs. Although states varied sub-
stantially in their use of managed care, thirty-four states and the District
of Columbia had at least 25 percent of their Medicaid beneficiaries en-
rolled in HMOs in 2003 and nine had 75 percent or more. A higher per-
centage of children and families than disabled or elderly people were
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enrolled in HMOs.# Managed care remains a key part of Medicaid today
in many states, even though some states experienced highly visible set-
backs when health plans withdrew from their program, often because of
conflicts over the adequacy of payment.’

Although state policymakers wanted to save money by moving Med-
icaid beneficiaries to managed care, they also hoped to improve the access
to, and the quality of, care. In many states, the supply of physicians prac-
ticing in areas where Medicaid beneficiaries lived was limited, and the low
fees that Medicaid paid to physicians restricted the number of those will-
ing to participate in the program.® This led Medicaid enrollees to seek
care in emergency rooms, hospital outpatient departments, and subsidized
clinics instead of physicians’ offices. Policymakers grew concerned that
the lack of a medical provider to coordinate care would diminish the qual-
ity of services received by Medicaid beneficiaries and would ultimately
lead to higher costs. They were particularly concerned about the quality
of care for individuals with complex conditions—chronic illnesses, men-
tal impairments, substance addictions—who required services from a
range of providers.”

—w— The Medicaid Managed Care Program:
History and Evolution

This environment of expanding Medicaid managed care and concern
about quality spawned the Medicaid Managed Care Program, or MMCP,
in the mid-1990s. Seeking to capitalize on the growing attention being
given to Medicaid managed care, the Robert Wood Johnson Founda-
tion established the MMCP in 1995 with the goal of improving access
to and quality of care for Medicaid beneficiaries, particularly for those
with chronic illness or disabilities.® (It reauthorized the program in 1999
and again in 2002. All told, the Foundation has committed $57 million
to support the MMCP through mid-2006.) Led by a former Founda-
tion staff member, Stephen Somers, the MMCP was housed in a new or-
ganization, the Center for Health Care Strategies, created especially to
manage it.
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Initial Program Structure

Initially, the Center for Health Care Strategies and the MMCP were es-
sentially indistinguishable; the MMCP accounted for almost all the Cen-
ter’s funding. The MMCP’s goals, profiled in its first call for proposals in
1996, were to assist states “in the design and evaluation of their Medic-
aid managed care policies” and assist health care providers and consumers
in “the design, demonstration, and evaluation of new models of managed
care for enrollees with chronic health and social problems.” From the be-

ginning, the MMCP awarded two main types of grants:

w Model Demonstration Project Grants. These grants provided
up to $500,000 over a three-year period to support the de-
velopment of new models to manage care for people with
disabilities, chronic illness, and other complex care needs.’
Typically awarded to states and health plans, the grants were
intended to support innovative demonstration projects. In
1997, the program also authorized initial planning grants
of up to $100,000. These enabled grantees to explore the
feasibility of their proposal or to refine their plans before
the MMCP decided whether to fund a full demonstration.

m Best Practice or Policy Study Grants. These grants provided
up to $100,000 to state agencies, health plans, consumer or-
ganizations, health services researchers, and policy analysts.
Best practice grants were awarded to identify, develop, and
test innovative practices to improve the delivery of Medicaid
managed care. Policy study grants documented best prac-
tices in management and operations of Medicaid managed
care or provided analysis of market trends and policies that
affect the implementation and outcomes of Medicaid man-
aged care.

Between 1995 and 2002, twenty-five grants were awarded under the
program for model development projects and 154 smaller grants for best
practices or policy studies, though the former, by virtue of their size, ac-
counted for a disproportionate amount of program spending. One early
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demonstration grant, awarded to the Delaware Department of Health and
Social Services, went to developing a comprehensive Medicaid managed
care model for elderly and physically disabled people and to designing a
program that would provide managed long-term care for people with se-
vere and persistent mental illness, substance abuse, or both. Under an-
other model demonstration grant, the Washington Department of Social
and Health Services selected Clark County to pilot a Medicaid managed
care program for Supplemental Security Income recipients. As an exam-
ple of an early best practice grant, the University of California, San Diego,
produced a manual on risk-adjusted rate setting (that is, setting Medic-
aid payment schedules to providers that reflect the diagnosis and severity
of illness of their patients). The chapter appendix provides examples of
early model demonstration and best practice grants.

Both the Foundation and the Center for Health Care Strategies saw
the model demonstration grants as particularly important, since they
tested new methods of delivering care that could be shared broadly and
help move the field. The Foundation gave the MMCP considerable dis-
cretion to make grants, including authority to make grants of up to
$500,000 on its own. However, from the beginning, the MMCP found
it difficult to attract strong proposals for model demonstration projects.
Only twenty-six applications were received in response to the initial call
for proposals in 1996, and only one of these was funded (though four ad-
ditional proposals were awarded planning grants and three ultimately re-
ceived funding for full-scale demonstrations).

As a consequence, in early 1997, the leadership of the Center for
Health Care Strategies began to feel that the grantmaking strategy alone
was not really an effective way to meet the program’s objectives: the
process was too passive, it relied on the strength of the applicants, and it
generated weak proposals. Over the next few years, center staff members
began to engage states more actively by focusing on assessments of their
readiness for managed care and providing technical assistance.

Concurrently, the Foundation was addressing the same concerns as
it considered whether to renew the grant. An internal Foundation assess-
ment of the MMCP in late 1998 found that although the program had

produced useful products and had earned respect as a neutral convener,
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Medicaid managed care had progressed less rapidly than envisioned (par-
ticularly for the most vulnerable Medicaid beneficiaries—those with
chronic illnesses and disabilities). The fact that most states Medicaid man-
aged care initiatives targeted families and children and not those qualify-
ing for Medicaid because of their disabilities or chronic conditions—the
initial focus of the MMCP—was proving to be a major limitation to the
program model. The Foundation’s analysis concluded that the MMCP
could be strengthened with a more clearly defined and more effectively
communicated and executed strategy.

Restructuring the Medicaid Managed Care Program

In reauthorizing the program for five years in 1999, the Robert Wood
Johnson Foundation committed $13 million in additional funds for
grants and, for the first time, $12 million for technical assistance. Under
the new authorization, the MMCP shifted its priorities considerably.

m First, as a complement to making grants to states and oth-
ers, it added an assistance strategy that involved primarily
technical support. Over time, grant funds were increasingly
linked to assistance and targeted in priority areas.

m Second, rather than targeting Medicaid managed care work
to improve services for disabled and chronically ill Medicaid
recipients, the MMCP focused more broadly on improving
the quality of Medicaid managed care for all recipients by
strengthening state governments’ capacity to purchase qual-
ity services, by improving health plans’ ability to measure
and report on the quality of services, and, to a lesser extent,
by helping consumers navigate the system.

Under the new approach, the MMCP can be viewed as helping state
Medicaid programs and health plans pursue practices analogous to those
of large private purchasers. The MMCP uses many of the same tools as
others working on quality improvement—in particular, tools designed to
help purchasers measure and reward good performance and encourage
health plans to focus on quality. In the commercial sector, large employers
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lead the way, often requiring their managed care plans to be accredited by
the National Committee for Quality Assurance, or NCQA. This require-
ment provides strong incentives for such plans to pursue quality im-
provement—incentives that are lacking for health plans that don’t have
an extensive commercial base, even though such plans have carved out a
growing share of the Medicaid market. Since NCQA accreditation is ex-
pensive and typically geared to large employers, states rarely require it, but
instead develop their own, somewhat parallel, series of quality improve-
ment requirements for health plans in Medicaid.'

In 1999, the MMCP began to restructure its activities. It defined
three core audiences—states, health plans, and consumers—and four core
organizing principles around which its work would be structured:

m [nformed purchasing to promote the purchasing of high-

quality and cost-effective managed care services by states

m Managed care best practices to support quality improvements
in clinical and administrative practices in managed care of-

fered by participating health plans

n Consumer action to promote the ability of consumers to
navigate health care delivery systems and to institutionalize
a role for them in the design, implementation, and mon-
itoring of publicly financed managed care

m [ntegrated systems of care to promote the integration of
services and funding across public agencies, managed care
organizations, and providers. (This was later dropped as a
distinct element, because the Center for Health Care Strat-
egies concluded that such concerns were relevant to all
elements; the change allowed the MMCP to align its core
principles with each of its core audiences.)

Most of the funding provided under the MMCP’s reauthorization
was used to develop initiatives built around each of the three main audi-
ences identified by the Center for Health Care Strategies: the Purchasing
Institutes for states; the Best Clinical and Administrative Practices, BCAP,
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Initiative for health plans; and the Consumer Action Agenda for con-
sumer groups.

m Purchasing Institutes are two- to three-day workshops that
aim at helping Medicaid staff members improve their skills
in buying health services through Medicaid managed care.
Teams of senior staff members from different states attend.
Institutes vary in focus and sophistication, but a basic one
might include sessions on core skill areas like the basics of
managed care purchasing; setting capitation rates; assessing
the adequacy of provider networks; and monitoring access,
quality, and performance. After each Institute, the partici-
pants are expected to return home and work to generate im-
provements in the areas covered at the Purchasing Institute.
Since 2000, the MMCP has sponsored five basic Purchasing
Institutes. Two additional Purchasing Institutes involving
more intensive work over several meetings were convened
specifically to help states monitor and reward managed care
performance.

w  The Best Clinical and Administrative Practices Initiative is
designed to enhance the ability of Medicaid health plans to
provide quality care within budgetary limits. Each BCAP
work group involves staff members from ten to twelve
health plans who get together in three or four structured
meetings over nine to twelve months and work on improve-
ments in a given clinical or administrative area, such as
asthma or care for adults with chronic illness and disability.
This is followed by an additional year of telephonic and
other support from the Center for Health Care Strategies
staff. For example, work on asthma can involve developing
registries of patients with asthmatic conditions, identifying
those at particularly high risk, and doing outreach to help
monitor and stabilize patients. The lessons from these
groups are fed back to health plans in a variety of forms,
including toolkits and meetings, such as the MMCP’s peri-
odic “Quality Summits,” which are essentially interactive
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conferences on quality issues for health plans. The MMCP
has held five BCAPs on improving birth outcomes, preven-
tive care for children, asthma, children with special needs,
and adults with chronic illness and disability. The approach
is not unlike that of the Institute for Healthcare Improve-
ment in its work with providers to improve care.!!

The Consumer Action Agenda aims at helping consumers
navigate and establish a formal role in Medicaid and similar
managed care systems. Small grants awarded to consumer
and family-based organizations have been the primary ve-
hicle for advancing the Consumer Action Agenda. Two
rounds of grants have been awarded. In 2001, MMCP pro-
vided up to $25,000 each to nineteen grantees, and the
Robert Wood Johnson Foundation supplemented these
awards for ten grantees under its Covering Kids & Families
initiative. In 2002, the MMCP provided ten grants of

up to $50,000 each to consumer organizations represent-
ing people with disabilities and chronic illness. Activities
funded as part of consumer action grants include develop-
ing materials and convening educational seminars to help
consumers learn how to navigate Medicaid managed care;
training consumers in how to participate in the design or
monitoring of these systems; and developing peer support
services to allow consumers to help one another gain ap-
propriate access to care.

The MMCP also convenes periodic meetings of the Managed Care

Solutions Forum (formerly called the Managed Care Pricing Forum) to

bring together stakeholders from all sectors to discuss emerging issues,

identify areas that need analysis, and provide feedback on reports, pro-

posals, and policy initiatives. An early forum involved issues of setting

capitation rates and a later one involved issues associated with purchas-

ing pharmaceuticals.

To provide an early assessment on the shift in strategy, the Robert

Wood Johnson Foundation asked Mathematica Policy Research to review

documents and interview participants in the programs. Mathematica’s re-
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port, submitted in 2001, found strong support for the programs from the
MMCP’s major constituencies, especially from Medicaid staff members
who had the longest history with the Center for Health Care Strategies.
Among all constituencies, the perception was that the MMCP was pro-
viding an important product that was not otherwise available. Particularly
attractive to participants were the interactive forums and their focus on
operations; they liked the fact that forums were focused on specific top-
ics, strong in content, and small in scale. The report noted, however, that
it was too soon to determine the ultimate effects of the new strategies and
that future success would be likely to require developing a more integrated
strategy that would create synergies among activities—grants and techni-
cal assistance, for instance.

Maturation and Diversification

Building on the Mathematica assessment, in 2001, the Robert Wood
Johnson Foundation authorized $10 million in new funds to continue
the program through June 2004, subsequently extended two years to De-
cember 2006. The new funds were integrated with about $20 million re-
maining from previous grants. Viewing grantmaking, technical assistance,
and publications as related ways of achieving its goals, the MMCP gave
priority in its grantmaking to states and health plans that participated in
Purchasing Institutes or BCAP work groups. The Center for Health Care
Strategies, which has the authority to vary the allocation of its MMCP
funds between technical assistance and grants, over time has shifted more
of its resources to the former. The MMCP has replaced its general grant
solicitations with more targeted ones, aimed at those working with chil-
dren with special needs, managed behavioral and general health care co-
ordination, and managed long-term care, among others. Increasingly, the
MMCP prefers small grants with substantial in-kind contributions.

As the MMCP has matured, it has sought to leverage the knowledge,
respect, and products it had developed to attract other sources of finan-
cial support. For example, both the California HealthCare Foundation
and the David and Lucile Packard Foundation have supported BCAP col-
laboratives in California and New York. This funding has allowed the
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Center for Health Care Strategies to apply the BCAP approach in more
settings and has also provided support to test out modifications to the
model. In addition, the Center is developing a new Medicaid Disease
Management Initiative, jointly funded by Kaiser Permanente and the
Robert Wood Johnson Foundation, which focuses on improving care de-
livery for Medicaid recipients with multiple chronic conditions.

—w— What the MMCP Has Accomplished

In 2004, Mathematica completed a second evaluation of the MMCP—
this time of the program as it operated between 2000 and 2003, a period
when the MMCP was largely providing technical support to improve
Medicaid managed care, with selected use of grants to support that ob-
jective. The MMCP might, for example, use grant funds to help states
develop a measurement system that supports a new strategy developed in
the Purchasing Institute; or it might invite a health plan with a grant that
was focused on quality improvement in a given area to participate in a
BCAP in the same area.

The evaluation distinguished the reach of the MMCP’s activities from
their outcomes, each of which is discussed below. Overall, the evaluation
found that the program was reaching large sectors of its intended audi-
ences with products that were well regarded, and that the support pro-
vided by the MMCP has led to concrete changes in the way some states
and health plans deliver Medicaid managed care.

Program Reach, Participation, and Reputation

Reach defines the extent to which activities under the MMCP are known
to the core audiences it secks to help, the breadth and the intensity of par-
ticipation by these audiences, and the opinions of core audiences on the
quality and the value of the support they receive from the MMCP.
Information on these issues was gathered through surveys of the
MMCP’s core audiences, whether or not they participate in the program.
Mathematica conducted telephone interviews with Medicaid directors in
each state and surveyed key senior staff members involved in the states’



The Medicaid Managed Care Program 123

MMCP activities, the medical directors (or head of clinical quality) of all
health plans participating in Medicaid nationwide, and a range of con-
sumer groups with a potential interest in Medicaid managed care. It also
identified and surveyed other stakeholders, including the staff involved in
Medicaid managed care in the federal government (especially in the Cen-
ters for Medicare & Medicaid Services), public and private policy groups
and associations, and the research community. The response rate was at
least 85 percent for each group surveyed.

The survey findings were generally positive. The core audiences and
stakeholders surveyed were typically aware of the Center for Health Care
Strategies and its work on Medicaid managed care. Although the respon-
dents also relied on other sources for information, they felt that the
MMCP provided a unique resource that focused on operational concerns
in ways that were unavailable elsewhere. For example, state Medicaid di-
rectors cited as strengths the Center’s “connections and competence” and
its “breadth of experience,” its willingness “to try different things . . . to
take risks and be demanding about what they [expect],” and its “institu-
tional memory” and capacity for “being able to reach out . . . and dealing
with all 50 states, or a majority of them, and knowing what works in one
state and being able to translate that for other states.” Health plans in-
volved in BCAP appreciated the “hard-to-find forum that speaks to the
particular challenges and issues of the Medicaid population.”

By 2003, at least 75 percent of the states had participated in a Pur-
chasing Institute, received a grant, or been the recipient of technical as-
sistance. It was common for states to participate more than once and in
multiple activities. Although health plans were a newer audience for the
MMCP, about 42 percent of Medicaid managed care plans reported par-
ticipating in one or more of the activities targeting them—BCAP work
groups, one-time workshops or periodic quality summits, grants, and
technical support activities. States and health plans overwhelmingly rated
the activities in which they participated as excellent or good. In addition,
awareness was high among other groups surveyed. However, this aware-
ness was not necessarily deep; groups tended to be most aware of the ac-
tivities targeted to them rather than of the full range of MMCP activities.
Furthermore, health plans in which Medicaid made up a small share of
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total enrollment were less aware and less likely to participate in MMCP
activities.

Outcomes Reflected in Changed
Practices Among Core Audiences

Reputation is important, but a program’s ultimate effectiveness must be
judged by its outcomes. In this case, did the program make a difference
in the way care is delivered under Medicaid managed care? For a complex
and evolving program like the MMCP, this question is difficult to answer.
To address it in this evaluation, Mathematica studied the experiences of
the groups that most closely worked with the MMCP and examined over-
all trends.

States

The assessment of outcomes for the states built upon interviews with each
Medicaid director in states with Medicaid managed care (forty-three of
the forty-nine responded). Each responded to a set of questions about the
MMCP’s effect on the way they purchase Medicaid managed care. Half
of those interviewed said they had made concrete improvements in their
Medicaid managed care programs as a result of participating in MMCP,
indicating that they saw the MMCP as fostering change and improve-
ments in their programs. To get a better idea of the MMCP’s impact, the
evaluation then examined examples of changes reported by the states. Al-
though some changes reported by directors involved hard-to-assess in-
tangibles, such as providing ideas for new initiatives and validating state
perceptions and strategies, we found evidence that at least ten states had
made concrete, substantive improvements in their Medicaid managed care
programs as a result of activities of, and interaction with, the MMCP (all
but one remained in place as of fall 2004). Examples include the devel-
opment and public reporting of health plan performance information,
changes to the way states oversee quality in Medicaid managed care, and

new ways of contracting and working with plans (see the box, Examples of
MMCP’s Work with States).
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Examples of MMCP’s Work with States

Mmykmd. Maryland worked to revamp what it viewed as an overregulated
Medicaid managed care program. Drawing on its participation in multiple
Purchasing Institutes and on-site technical assistance, the state evolved a
“value-based purchasing strategy” and tools to support it. The intent of the
strategy was to identify performance goals that could be monitored and a
series of rewards that plans would get from meeting those goals. Maryland
used administrative and survey data and dialogue with plans to develop
eight performance measures and compliance indicators. It also developed
a set of related incentive payments to reward providers who met standards.
(The payments unfortunately could not be made, because the funds that
had been reserved for them were taken out of Medicaid’s budget.) With
MMCP funds, Maryland tackled the issue of how to set rates by using risk-
adjusted data by profiling plan performance. The state also developed a
consumer report card to give visibility to high-quality plans.

Indiana. A new Medicaid director pushed her state—which she re-
garded as behind the field—to adopt some of the techniques that other
states were using to purchase care under Medicaid. Through participation
in a Purchasing Institute and on-site technical assistance, Indiana devel-
oped a managed care report card highlighting areas such as member sat-
isfaction, quality of care, and access. Reactions were positive, and the
report card is now being used annually. The Medicaid program also
worked with local public health officials to bring a grassroots disease man-
agement program, which specifically targets those with diabetes, chronic
heart failure, asthma, and hypertension, as well as those “at high risk of
chronic disease,” into the state’s managed care program. Medicaid will
fund chronic disease management as an extra benefit.

Michigan. The leadership of Michigan’s Medicaid managed care
program was concerned about the health plan choices available to bene-
ficiaries and what the state paid to support these choices. Working with
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the MMCP, the Medicaid program incorporated quality-related and fiscal-
solvency provisions into the bidding process. The changes led to a reduc-
tion in overall choice of health plans but an increase in the number of
counties with more than one choice of plan. The changes also modified
the way health plans were paid, and in so doing enhanced political sup-
port for the program.

As a complement to the Mathematica evaluation, the Robert Wood
Johnson Foundation funded a separate study that included three state sur-
veys to look for trends in their quality-monitoring activities.'* These data
provide strong evidence that states had substantially increased “value-based
purchasing”—that is, looking for value while taking into account cost and
quality—from 1995 to 2001. Generally speaking, states moved from
viewing their role as primarily that of a bill payer to one involving more
aggressive purchasing practices that sought value. Over this period, states
were increasingly likely to collect data on enrollee satisfaction and access
to and quality of health plans, make such data available to plans (and, to
a lesser extent, enrollees), and develop targeted quality-improvement pro-
grams linked to these measures. Progress was uneven. For example, more
progress was made in measuring satisfaction than in measuring quality.
Within quality measurements more was done on childhood immuniza-
tions than on other areas; mental health and substance abuse were sub-
stantially less developed. While the MMCP cannot necessarily be credited
with causing these changes, it is encouraging that the trend data show im-
provement in those areas in which the MMCP has been active.

Health Plans
The health plans surveyed also reported that MMCP participation led

them to make changes in the way they deliver care. To confirm such re-
ports, the evaluators conducted in-depth interviews with representatives
of health plans that participated in four of the first five BCAP work
groups. The majority of those interviewed said that the health plan had
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made changes as a result of the plan’s participating in BCAP, with most
of those changes still in place three to twelve months later and some plans
continuing to generate change after the end of the BCAP. (See box, Ex-
amples of Changes in Care Delivery via BCAP) Most participants said
that BCAP had changed the way they think about quality improvement
and had led them to approach the issue of quality differently in other clin-
ical areas, not just in the BCAP’s particular area of focus.

Examples of Changes in Care Delivery via BCAP*

Birth outcomes. One plan established an information hotline for preg-
nant women, gave them rewards if they reported pregnancies or completed
postpartum visits, and developed a clinical outreach program to help fol-
low up with members. In the first year of the program, identified preg-
nancies doubled and visit compliance increased 10 percent. The plan has
now expanded the use of incentives to mammography and dental care. An-
other plan screens prenatal data, uses a risk assessment tool to conduct
outreach, and has adopted new protocols to coordinate information and
case management across the plan. The share of members with a completed
risk assessment increased by 41 percent in the first five months.
Preventive care for children. One plan focused on improving early
and periodic screening, diagnosis, and treatment, or EPSDT, rates for ado-
lescents by providing incentives to both adolescent members and staff
members at pilot community health centers. The plan increased the num-
ber of scheduled visits, and the EPSDT rate for adolescents at the sites in-
creased by 12 percent over the first year of the pilot. The plan has since
expanded the initiative statewide and has increased its overall EPSDT rate
from 30 percent to 41 percent. Another plan increased its immunization

*Plan names are not used because the information was gathered on the promise
of confidentiality.
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rate for two-year-olds from 43 percent in 2000 to more than 60 percent
in 2003 by educating providers about the importance of a reminder sys-
tem and helping them adopt or improve their systems.

Asthma. One health plan developed an electronic asthma registry
and uses it to sort children aged two to eighteen with asthma by their level
of illness or risk. It uses an assessment survey to identify “out of control”
asthmatics so that an action plan can be developed. The plan developed
action plans for 63 percent of identified members before staff turnover
stalled further progress. Another health plan developed a registry from
multiple data sources, including data on health care claims over time. After
identifying high-risk members, the plan offered providers a bonus for mak-
ing changes to improve care management. Over twelve months, the physi-
cians increased preventive asthma medication prescriptions by 6 percent,
and emergency room use by asthmatics declined.

Adults with chronic illness. One health plan targeted disabled ben-
eficiaries with congestive heart failure or diabetes and other comorbidi-
ties who resided in rural areas. Using a system of case management by
telephone, the plan demonstrated a decline in hospitalization rates, length
of stay, and total monthly costs per member that resulted in an overall
47 percent reduction in costs. The plan has since extended the telephonic
case management intervention to other areas of the state. Another plan
specializing in care for the disabled found that 70 percent of its members
were at risk for three preventable conditions associated with immobil-
ity—pneumonia, urinary tract infection, and mechanical bowel obstruc-
tion. The plan taught members at risk for these conditions to notice and
respond rapidly to symptoms and also educated primary care physicians
on the same topic. The plan believed that the interventions improved care
for two of the three preventable conditions, although developing adequate
data on this point was difficult because of the small number of patients
involved.
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Whether the changes are having a positive effect is hard to know. Most
health plans participating in BCAP struggled to track the outcomes of their
interventions. Collecting process measures of change proved harder for
some topics, such as chronic disease in adults and birth outcomes, than for
others, such as asthma and preventive care for children, largely because the
latter have a strong evidence base on which to structure interventions and
accepted measures of performance. Health plans that made little progress
under BCAP or terminated their efforts early tended to be ones that
experienced turnover in leadership or staff, or both, or adverse financial
circumstances. Organizational stability appears to be an important pre-
condition to maintaining improvements in care. Thus, states secking to
improve Medicaid managed care will benefit by encouraging as much sta-
bility as possible in the plans that participate in Medicaid managed care.

Consumer Groups

To help consumers navigate and interact with Medicaid managed care,
the MMCP made two rounds of grants ranging from $25,000 to $50,000.
These grants funded activities such as developing materials and holding
education sessions, arranging meetings to involve consumers in the pol—
icy process or teach them how to get involved, and creating peer support
programs to facilitate access to health care services. Although grantees typ-
ically did what they had proposed to do, the grants tended to be too few,
too small, too localized, and too short in duration to lead to sustainable
or broad-based change. Despite the lack of success, consumer groups
viewed this support as important and were disappointed that more grant
funding was not forthcoming,

Overall Program Effectiveness

The evaluation concluded that although there was room for improvement,
the Medicaid Managed Care Program was effective in working with two of
its three core audiences (states and health plans) during the period exam-
ined—2000 to 2003; it had less success in helping consumers, the third of
its three target audiences. The MMCP’s integration of technical assistance
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with other support to state Medicaid agencies and Medicaid managed care
plans appears to have led many staff members of these organizations to
change their thinking about the way they purchase and provide Medic-
aid managed care. In a meaningful number of cases, they viewed the com-
bination of technical assistance and grants as more effective than either
one alone. This was truer for the states, which had more grant experience
with the MMCP, than health plans. Moreover, the MMCP has allowed
the Center for Health Care Strategies to mature and gain respect, gener-
ating support and capacity that can be tapped by the Robert Wood John-
son Foundation and other foundations to pursue related program goals.

There are areas where performance could be stronger. In a field where
leadership turns over frequently, the MMCP has not been as aggressive as
it might have been in working with newly appointed state officials. In ad-
dition, although measurement is a crucial component of quality im-
provement, health plans participating in BCAP still struggle to develop
valid measures to judge performance. The MMCP’s reach is also much
stronger for Medicaid-dominant plans than for commercial plans in which
Medicaid makes up only a small share of enrollment. The MMCP’s focus
on consumers, its third core audience, has also been limited. Although
many consumer groups are aware of the MMCP, the program has invested
relatively little in initiatives to strengthen them.

—w— Insights on Broader Issues

Beyond these findings, the MMCP evaluation sheds light on a number of
issues facing philanthropies that pursue social change. These issues include
the challenges in creating sustainable and meaningful change; whether sup-
port for change should target high, average, or low performers; and who
should and will support efforts needed to build the infrastructure that an
emphasis on prudent purchasing and quality improvement requires.

Creating Sustainable Change

A key question is how to support efforts that lead to valuable and sus-
tainable change rather than those that leave little mark. Exploring the fac-
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tors within the MMCP that facilitated or impeded meaningful change
can provide some guidance in answering this question.

The MMCP experience suggests that its operational and hands-on
support was helpful to states and health plans. Furthermore, the program’s
group-based support—through Purchasing Institutes and workshops that
generated interaction among states and plans—leveraged resources and
was viewed by participants as important. There also seems to be a rela-
tionship between the intensity of MMCP assistance received and suc-
cessful change.

The MMCP evaluation also indicates that the commitment of top
leaders within the organizations is important. Turnover in leadership can
undercut progress, but sustainability can be achieved if change can be in-
stitutionalized within a program. Under the MMCP, it often took a new
director or a crisis to generate interest and the support needed to change
the way Medicaid managed care was purchased. As many as one-quarter of
all state Medicaid directors can turn over in a year, as they did between
2003 and 2004. If a change becomes part of the institution before new
staff members arrive, the new people might simply accept the change as
a normal part of the program.

Rapid turnover of state health officials, however, makes it hard to
maintain the commitments needed to sustain change. In health plans,
turnover may be an even more important barrier. In plans, quality could
sometimes be improved “under the radar screen” by a dedicated medical
director, but unless it had the support of the health plan’s leadership, it
often died when the medical director left. Stability—both in the overall
state program in which health plans operate and in the fiscal and organi-
zational context of their own organization—is also important to the abil-
ity of health plans to introduce change.

Constraints of the Macro-Environment

The most fundamental threat to the success of programs like the MMCP
is the eroded economy in many states and in the nation—a factor cited
by all stakeholders as the primary constraint in all their efforts to improve
Medicaid managed care. With fiscal stringency, managed care appears
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unlikely to disappear. Indeed, many state government officials look to the
MMCP to help them become more efficient in negotiating the difficult
economic environment. Tight resources, however, make it more chal-
lenging to keep plans and providers affiliated with the program, and
change is hard to introduce if programs are unstable.!” Fiscal stringency
also puts a premium on cost-saving innovation. Though tight budgets
generate interest in more prudent purchasing of Medicaid managed care,
they also can generate unrealistic expectations about what kind of cost
savings Medicaid managed care can deliver and how fast.

Medicaid’s complex layers of eligibility reflect the use of the program
by policymakers to provide a safety net and address coverage concerns and
multiple unmet health care needs in our country.! Increased enrollment,
including coverage of some people with very expensive needs, adds to
Medicaid’s costs and strains the Medicaid budget. To the extent that the
federal government and state governments reduce funding for Medicaid
managed care, it will be harder for states to maintain the participation of
health plans and providers and improve quality of care.

Targeting an Audience:
Working with Leaders Versus Followers

Programs like the MMCP typically face tensions in defining their target
audience. Working with “stars” can increase the probability of success and
can serve to lead the field, but these high-performers might have succeeded
on their own. Focusing on them may leave the rest of the field behind. The
MMCP staff may like to target leading states capable of cutting-edge strate-
gies that can then influence other states. But in fact the states that the
MMCP works with are quite varied in the sophistication of their Medic-
aid managed care purchasing. Although participation was highest for the
most sophisticated states (as judged independently by experts and surveys
of state purchasing practices), participation levels were high among all but
the least sophisticated states. Furthermore, states with both high-level and
moderate-level sophistication made concrete changes as a result of the pro-
gram. Indeed, by some measures, moderately sophisticated states showed
as much success as the most sophisticated ones, sometimes more.
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Building Infrastructure: Whose Job Is It?

Changing purchasing practices and the way care is delivered requires sub-
stantial investment. It takes time and money to build the understanding,
skills, and technical infrastructure to buy care well and to deliver a qual-
ity product. Foundations often are called upon to weigh the value of in-
vesting in infrastructure development, whose benefits are long-term and
sometimes difficult to quantify, against investing in short-term projects
whose value can be assessed more rapidly and in more tangible ways.
Many foundations are reluctant to fund the former. The MMCP experi-
ence indicates, however, that outside support that complements internal
organizational resources is valuable as a way of encouraging change, con-
veying technical insights, and developing the infrastructure essential to
high-quality Medicaid managed care programs.

One can make the case that the ultimate responsibility for funding
the kind of support provided by the MMCP lies with the entities re-
sponsible for the Medicaid program: the federal and state governments.
But federal policy increasingly positions Medicaid as a state responsi-
bility, and as a result technical assistance by federal agencies has dimin-
ished. Both state governments and health plans face substantial barriers
in generating funds and resources for the kind of quick-turnaround sup-
port and training that the MMCP provides.'” In any case, a central-
ized focus is likely to be important in helping states and plans learn from
one another. In this context, stakeholders may look to philanthropy to
fill gaps.

—xw— The Bottom Line

In 1975, Howard H. Hiatt M.D., then dean of the Harvard School of
Public Health, wrote an influential article on “Protecting the Medical
Commons: Who Is Responsible?”!® He likened the challenges in health
care to those of shepherds sharing a field. With limited resources (a sin-
gle field), there are trade-offs between the individual and collective good.
Although Hiatt’s focus was on medical technology and the decisions
physicians make about who gets what, the tensions he described parallel
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those inherent in building an infrastructure for quality improvement.
Though all seek its benefits, the incentives of the current structure do not
yield the investments needed to generate them. This is a problem if policy-
makers are serious about the importance of leveraging purchasing to pur-
sue better-quality care.

It is one thing to set a goal for improving Medicaid managed care. It
is quite another to accomplish that goal when Medicaid exists in an en-
vironment of limited funds and support. The MMCP highlights the con-
tribution that day-to-day work by states and health plans can make in
improving care under Medicaid managed care. But on-the-ground efforts
can be successful and maintained only to the extent that Medicaid itself
is able to generate adequate and continuing support for quality improve-
ment and for the program itself.
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Appendix: Examples of Early MMCP Grantmaking,

1996-1998

Model Demonstration Grants

Award Date

A Strategy to Provide Medicaid Managed Care Services to the Disabled
(Commonwealth of Massachusetts)

Study of Mental Health Crisis Intervention Services for Dually Eligible
Elderly (Mt. Hood Community Mental Health Center, Oregon)

Innovative Efforts to Integrate and Restructure Managed Care to the
Medically Indigent (University Health System, Texas)

Development of an Integrated System of Health and Support Services
for SSI Beneficiaries (Clark County, Washington)

Integration of Services for Children with Mental Health Needs (Greater
Kansas City Community Foundation, Missouri)

Development of Criteria for Medicaid Managed Care Special Needs Plan

(County of Chemung, New York)

A System of Managed Care for Persons with Serious Mental Illness and
Substance Abuse (State of Wisconsin)

Medicaid Managed Care for Special Needs Populations (State of Utah)
Healthier Babies Project (Health Partners, Pennsylvania)

Development and Implementation of AIDS Centers of Excellence
(Tennessee Opportunity Programs Inc, Tennessee)

The Safety Net Project (State of Colorado)

Implementation of Statewide Managed Long-Term Care in Delaware
(State of Delaware)

June 1996
October 1996
January 1997
January 1997
August 1997
October 1997
February 1998

April 1998
April 1998
July 1998

September 1998
December 1998

Best Practice Grants Award Date
Consumer Participation in Developing and Monitoring Medicaid January 1996
Managed Care (National Health Law Program, North Carolina)

Rate Setting for High-Risk Populations (Regents of the University of March 1996
California for work with 11 states)

Member Satisfaction Survey with Acute Care AHCCCS Medicaid March 1996
Managed Care (Arizona Health Care Cost Containment System)

Data Requirements in Medicaid Managed Care (The MEDSTAT July 1996

Group, Illinois)

Conference on Current Approaches for Medicaid Client Education
(Center for Health Policy Development, Maine)

A Health Status Based Method for Risk-Adjusted SSI Premiums
(University of Washington, Washington)

Conference on Alternative Managed Long-Term Care Models for CA
(The MEDSTAT Group, California)

Case Management in Medicaid Managed Care for People with

Developmental Disabilities (Developmental Disabilities Health Alliance)

August 1996
August 1996
April 1998

July 1998
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CHAPTER

6

The Evolution of the
Robert Wood Johnson

Foundation’s Approach to
Alcohol and Drug Addiction

Victor A. Capoccia'

Editors’ Introduction

This chapter by Victor Capoccia, a senior program officer at the Robert Wood
Johnson Foundation and head of the team that shapes its grantmaking in prevent-
ing and treating alcohol and drug addiction, offers an inside look at the Founda-
tion’s strategies that have shaped its billion-plus dollars in investments to reduce the
harm caused by alcohol and drug misuse in America. One of a number of Az-
thology chapters that examine how the Foundation has addressed prevention and
treatment of drug and alcohol addiction,’ it sets the Foundation’s work into the
context of national policy and traces its evolution since its first grants in the 1980s.

The public perception and the politics of addiction prevention and treat-
ment have been shaped by a cultural war over the reasons for substance abuse.
Whether addiction is viewed as a criminal problem, a moral failing, a social
problem, or a chronic health care condition (and it has been seen as all of these)
will influence the approaches to addressing it. These can range from the incar-
ceration of drug users to self-help programs such as Alcoholics Anonymous and
from community-based prevention programs to medical treatment.
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As Capoccia observes, the Foundation, influenced by recent scientific
knowledge about the biological and neurological causes of addiction, considers
addiction to be a chronic health condition. As such, it should be treated like other
chronic conditions. Capoccia also makes it clear that, given the scientific evi-
dence that some people are going to become addicted no matter what is done to
prevent addiction, prevention efforts alone will not solve the problem; an ap-
proach combining both prevention and treatment is needed.
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ew fields have felt the ages-old clash between belief and sci-

ence more acutely than that of alcohol and drug dependence. Over the
past half century—and in the last ten years in particular—science has
made great strides in understanding the nature of addiction and how it
can be treated. Addiction research has demonstrated that alcohol or drug
misuse alters the brain’s natural patterns for satisfaction and gratification;
that dependence on alcohol and drugs is treatable; and that the harmful
effects of alcohol and drug abuse on young people can be reduced by mak-
ing it more difficult for them to acquire alcohol and drugs. What's more,
recent science has led to the view that the misuse of alcohol and drugs is
not only a public health issue but also an issue of personal health. In other
words, such misuse has come to be seen as a chronic illness—one that re-
quires new policy and new programmatic responses.

Even so, alcohol abuse and drug dependence are still often not rec-
ognized as chronic illnesses or treated as such. And although treatment
for these conditions is known to be as effective as treatment for asthma,
diabetes, and other chronic illnesses, the nation’s health system generally
does not recognize and treat the condition. When it does, it is set up to
treat only 20 percent of the need. And that need is great. Nearly one in
ten Americans over the age of twelve has a problem with alcohol or
drugs—some 22 million people in all.! Alcohol and drugs have been es-
timated to be the cause of more than 144,000 deaths a year and 20 per-
cent of the nation’s hospital costs.>? They are also a significant factor in
child welfare cases and family problems.

Given the enormous personal and social costs that could be avoided
by preventing and treating alcohol and drug dependence, why isn’t more
being done? One answer is that in the formation of public opinion and
public policy, belief has trumped science. In other words, despite the ad-
vances in scientific research, despite a substantial body of empirical evi-
dence to the contrary, much of the public still believes that the abuse of
alcohol and drugs is a willful act—essentially a personal, moral failing. Un-
fortunately, this belief does not acknowledge the recent scientific research
that has shown alcohol and drug dependence to derive from a powerful
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confluence of biological, social, and environmental factors that also form
the basis of other chronic illnesses.

From the time it was established as a national philanthropy, in 1972,
the Robert Wood Johnson Foundation has invested more than a billion
dollars on programs to combat the harmful effects of alcohol and drugs,
and in that time its programs have gone through three stages. These stages
have reflected the struggle within society and within the Foundation of
three ways of viewing alcohol and drug misuse: first, that it is primarily a
social issue—rather than a health issue—that leads to crime and commu-
nity disintegration; second, that it is largely a matter of behaviors deeply
rooted in complex societal norms that can be affected by interventions that
modify behavior or reduce access to the substances; and third, that it is a
health issue involving a preventable and treatable chronic condition.

—w— Phase I: Help for Alcoholics

Although Robert Wood Johnson, in his personal philanthropy, had an in-
terest in helping, in his words, “men with drinking problems,” in its very
carliest days the foundation named after him had at best a passing inter-
est in the issue of alcohol misuse. The Robert Wood Johnson Founda-
tion’s first formal involvement began in 1982 with a staff proposal to the
board of directors suggesting a Foundation initiative to help address the
problems of alcohol-related illness.

The proposal was stimulated by a 1980 Institute of Medicine report,
Alcoholism, Alcohol Abuse, and Related Problems: Opportunities for Research,
which provided the first comprehensive review of research on alcohol use
and abuse and called for increased research on the topic. According to
Robert Blendon, who was a Foundation senior vice president at the time
and is currently a professor at the Harvard School of Public Health, the
proposal was developed because the costs to society and to the health care
system were significant, and there was a great need to know more about
misuse and how to treat it.

The 1982 proposal demonstrated a clear understanding of the exces-
sive use of alcohol as a health condition as well as a major social problem.
It noted that despite the tremendous cost that alcoholism and alcohol
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abuse imposed on society, 85 percent of problem drinkers and alcoholics
received no treatment for their condition. Furthermore, it reported that
the gap between the numbers of those who needed treatment and those
who received it existed for three reasons: societal ambivalence about
whether alcoholism was a disease or more of a moral issue; a lack of in-
formation about which methods were effective in treating the condition;
and society’s unwillingness to pay for treatment. The proposal concluded
with a call for the staff to encourage individual proposals that would seek
to evaluate the cost-effectiveness of specific treatments for alcohol-related
health problems, and their applicability in different settings. This recom-
mendation marked the first step in developing the Foundation’s under-
standing of alcoholism not as a social problem but as a medical condition
with social implications.

The board ultimately turned down the staff proposal, largely because
it ran counter to a policy that avoided disease-specific, or condition-focused,
investments. But in 1983 the Foundation did award a one-year $57,000
grant to Boston University for the first phase of a study on alcoholism
treatment in industry. (The full study was eventually supported by Na-
tional Institute of Alcoholism and Alcohol Abuse.) The project was jus-
tified as part of a Foundation initiative on cost containment and health
services research. This study, which involved employees of a large aircraft
engine plant, compared the costs and outcomes of alcohol-abuse treat-
ment offered at an inpatient hospital versus treatment offered through
employee assistance or self-help programs.*

While the 1982 staff proposal was noteworthy for its focus on alco-
holism as a treatable health condition, it did not touch on three issues that
later emerged as the Foundation’s strategic priorities: reducing underage
drinking; preventing excessive alcohol use; and curbing drug use. These
issues were not unknown at the time. According to a national survey on
drug abuse in 1979, some 50 percent of young people from ages twelve
to seventeen reported alcohol use in the preceding month.’ Data collected
annually since 1975 have shown that nearly 80 percent of young people
eighteen and under have consumed alcohol by the time they reach the
twelfth grade, and that 12 percent of eighth-graders have consumed five or
more drinks on a single occasion in the two weeks preceding the survey.®
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The omission of drug use from the Foundation’s priorities was sur-
prising, given the political environment of the period. At that time, con-
siderable attention was given to the problem of drug abuse, in part
through Nancy Reagan’s Just Say No campaign and in part through tele-
vision ads showing drug-abused brains as eggs in a frying pan. Society
viewed drug use more as a social and criminal issue than as a health issue.
Harsh penalties for possessing and selling drugs appeared in new state and
federal laws. Most federal, state, and local funding was directed toward
interdiction of drugs. No person running for political office could risk
being soft on crime or sympathetic to drug users. Moreover, at the time,
there was only the beginning of an academic, governmental, and treat-
ment infrastructure that focused on illegal drug use, and it was distinct
from the infrastructure concerned with alcohol. In the early 1980s, states
typically had an office of alcohol services within their public health struc-
ture, and several offices concerned with drugs within public safety and
mental health agencies. Thus, at the time, it was easy for the Foundation
to view drugs as primarily a social problem that was outside the purview
of an organization devoted to health and health care.

—w— Phase II: Recognition of Drugs and Tobacco
Use and Focus on Underage Alcohol Use

By the middle and later 1980s, even though the prevalence of drug use
had remained relatively stable, social and political conditions and the
kinds of drugs that were widely available had changed since the early years
of the decade, leading to a shift in the federal government’s policy focus.
The changes can be seen in three events.

1. The death of Len Bias in 1986 from a cocaine overdose
forced a nation that had overlooked the growth of cocaine
and crack use to confront this reality. Bias played basket-
ball at the University of Maryland, was an All-American,
and was a first-round draft choice of the Boston Celtics.
He died less than forty-eight hours after being drafted.
More than any other single factor, Bias’s death prompted
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the media to take a hard look at the extent and the costs of
cocalne use.

2. An influential national movement of middle-class parents
concerned about their children’s use of marijuana devel-
oped.” The parents’ movement exercised political influence
beyond its numbers by dint of perseverance, belief, and fo-
cused communications about the threat of casual drug use.
The voices of concerned parents found a receptive ear in
first lady Nancy Reagan, who adopted the prevention of
illicit drug use as her special project. The issue of drug use
among young Americans was framed as part of a “culture
war” and a threat to values. Clearly, the parents’ movement
did not define drug use as a health issue, and apparently
never viewed underage alcohol use as a similar threat.

3. The government’s response to the strong public concern
over drug use was crystallized in Congress’s establishing the
Office of National Drug Control Policy in 1988 to coordi-
nate drug policy in the United States, with Cabinet-level
authority in the Office of the President. President George
H. W. Bush appointed William Bennett, who brought
previous Cabinet-level experience as President Reagan’s
Secretary of Education, and certifiable conservative creden-
tials, to the position of the nation’s first drug czar. Bennett
used the office to foster his belief that drug use was a de-
viant behavior, reflecting moral breakdown. Throughout
this period, the Office of National Drug Control Policy
did not consider the drug problem as a health issue.

In this political and social climate, the Robert Wood Johnson Foun-
dation responded with two overlapping efforts. The first began in 1986
with a staff report that presented strategies for addressing the problems of
“substance abuse” and dependence. The second began in 1991 with a staff
report that led to board approval of three goal areas, including substance
abuse, and presented a comprehensive framework for the Foundation’s

work in the alcohol and drug field.
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The 1986 Staff Report and Its Implications

The 1986 staff report summarized recent opinion polls that documented
society’s view of and concern with widespread drug use, and emphasized
the cost and mortality associated with alcohol and drug misuse. It recom-
mended that the Foundation support two or three institutions with active
treatment programs and a strong interest in prevention, which would be
demonstrated through a wide range of activities, including genetic and epi-
demiological studies, improved methods of treatment matching, testing of
new treatment models, evaluation of treatment and prevention programs,
and training clinical researchers as well as community service providers.

Two years later, the Foundation developed its first major program to
address substance abuse—one that took an approach different from that
proposed in the 1986 staff report. In July 1988, the board approved a $26
million program to support community initiatives to reduce the demand
for illegal drugs and alcohol, which became known as Fighting Back.® The
Foundation eventually invested $88 million over fifteen years to demon-
strate and evaluate the benefits of this approach. Fighting Back was based
on the idea that if the right combination of leaders in a community
worked together in a coalition to address drugs and alcohol, the threat
that these represented to neighborhoods could be significantly reduced,
if not eradicated.

The 1986 staff report and the Fighting Back program departed from

the orientation of phase one in three ways.

m The Foundation not only recognized the issue of problem
drug use but also came to regard drugs and alcohol as a
single problem area. This connection was significant in a
nation that had separated funding, regulation, research,
and treatment systems for each substance.

m The Foundation, which was comfortable supporting specific
program interventions, such as halfway houses, school-based
health clinics, and health care for homeless persons, was
now willing to fund a community process that might or
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might not lead to program interventions. This was not a
classic health approach to a medical condition.

m The Foundation explicitly supported a program that fo-
cused on mitigating the social dimensions of a health issue.
Coalitions were to concentrate on increasing public aware-
ness, promoting activities for young people that kept them
away from drugs and alcohol, reducing crime, reducing
work-related absence and accidents, improving neighbor-
hoods, and screening for alcohol and drug problems.

The Partnership for a Drug-Free America was another initiative that
received funding in the late 1980s. Created by Phil Joanou, a former ad-
vertising executive who recognized the potential of communications and
marketing as a tool to discourage the demand for drugs, the Partnership
enlisted major advertising agencies to volunteer their creative talent and
resources to produce anti-drug advertisements. Often, the federal gov-
ernment provided the funds that paid for ads on television and radio and
in print media.

The 1991 Goal Report and Its Programmatic Implications

By 1991, the Foundation was deeply involved in the issue of alcohol and
drugs through the Fighting Back program—an approach that the federal
government replicated by allocating more than $300 million to support
some 251 coalitions in forty-five states in a program called the Commu-
nity Partnership Demonstration Grant Program. And 1991 also marked
the first year of Steven Schroeder’s twelve-year tenure as president of the
Foundation. In his interview with the trustees when he was a candidate
for the Foundation’s presidency, Schroeder stressed the harm caused by
alcohol, drugs, and tobacco, and promised to devote some of the Foun-
dation’s resources to addressing this issue. This was especially appealing
to James Burke, then a member of the Foundation’s board, who also
served on the board of directors of the Partnership for a Drug-Free Amer-
ica and was chairman of the President’s Drug Advisory Council.
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In 1991, the Foundation’s board approved three broad goal areas, one
of them having to do with alcohol and drugs. These were the goals:

m To assure access to basic health care

m To improve the way services are organized and provided to
people with chronic health conditions

m To reduce the harm caused by “substance abuse,” including
tobacco, alcohol, and “illicit” drugs

The discussion about whether to make “substance abuse” a formal
goal of the Foundation was guided by a 1991 staff report that cited both
the alarming use of alcohol, tobacco, and drugs, especially among young
people, and the social and health-related costs of what was then consid-
ered to be a problem of epidemic proportions. The report zeroed in on
two dimensions not seen in earlier work: tobacco as a substance of con-
cern, and patterns of alcohol and tobacco use among young people as a
target of concern. The report offered two overarching strategies to guide
the Foundation’s future work: (1) improving the understanding of the
causes of substance abuse, and (2) expanding the understanding of prob-
lem alcohol and drug use and the capacity for delivering effective inter-
ventions. The report offered a broad societal perspective as a context for
alcohol and drug use: “We are confronted with a problem affecting all
segments of our society, one that has effects far beyond the immediate
health risks associated with the use and abuse of substance.” The board
accepted this broad perspective and avoided language that would imply
personal responsibility for the misuse of alcohol and drugs.

An initiative to reduce substance abuse among Native Americans,
known as Healthy Nations, followed the goal report. Authorized in 1991
Healthy Nations provided technical assistance and grants to Native Amer-
ican governmental and not-for-profit organizations to develop culturally
relevant prevention and treatment programs.

In 1992, the Foundation adopted the recommendations made in a
staff report to the board, which guided its grantmaking throughout the
1990s. In practical terms, the Foundation’s programs during most of the
decade were structured around four categories of grantmaking:
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1. One category focused on research and policy change,
gathering prevalence data and developing policies to re-
duce the harmful effects of alcohol, drugs, and tobacco.
The Bridging the Gap program (1992-2006) supports
surveys to track the prevalence of alcohol, drug, and to-
bacco use among the young, as well as studies of state and
local practices aimed at curbing such use. The Substance
Abuse Policy Research Program (1994-2007) funds
studies on policies or the policy implications of practices
aimed at curbing the harmful effects of alcohol, drug,
and tobacco use. The program, and its predecessor, the
Tobacco Policy Research and Evaluation Program, doc-
umented, for example, the effect of increased tobacco
taxation on lowering smoking rates.

2. Another category aimed at building the fields of alcohol,
drug, and tobacco prevention and treatment. The Founda-
tion funded the creation of the Center on Addiction and
Substance Abuse at Columbia University to conduct
and disseminate research that focused attention on alco-
hol and drug addiction, as well as on the means to prevent
and treat it (1991-2002). It also funded Join Together to
provide technical assistance and a communications strat-
egy to disseminate the latest research and findings to pre-
vention and treatment practitioners (1991-2005). Join
Together On Line, created in 1991, was ahead of the curve
in using Web-based technology to report on innovation.
The Developing Leadership in Reducing Substance Abuse
program (1998-2007) was created to train leaders who
could advance research on the prevention and treatment
of alcohol, drug, and tobacco problems. Innovators Com-
bating Substance Abuse (1998-2006) honored creativity
and exemplary accomplishment in understanding, prev-
enting, and treating alcohol, drug, and tobacco issues.
Recipients of the Innovators award have advanced alcohol
screening in emergency departments, employed art to
communicate the consequences of addiction, and led in-
novations in clean indoor air policies.
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3. Yet another category focused on prevention. The Com-
munity Anti-Drug Coalitions of America (1996-2005)
trained thousands of volunteer members of community
coalitions to use the latest research findings on prevent-
ing drug and alcohol use among young people. Free to
Grow (1992-2005) was created to build on the Head
Start program and mobilize parents and community
leaders to become aware of and combat the misuse of

alcohol and drugs.

4. A final category focused on preventing underage alcohol
use. The A Matter of Degree program (1995-2007) mo-
bilizes colleges and neighboring communities to work
together to curb drinking on and near campus. The Re-
ducing Underage Drinking Through Coalitions program
funds state and community coalitions to reduce drinking
among high school students. The Center for Alcohol Mar-
keting to Youth (2002-20006) analyzes target audiences for
television, radio, and print advertising sponsored by the
alcoholic beverage industry. Its findings documented the
presence of alcohol advertising whose target audience rep-
resents a disproportionately large share of people under
twenty-one.

The programs funded by the Foundation during this second phase
were based on the view that alcohol, drug, and tobacco use is deeply rooted
in complex individual and societal norms and that this behavior can be
changed through societal interventions that seek to decrease access to harm-
ful substances. This view sees addiction as a behavior that has health risks
rather than as an illness that is preventable and amenable to treatment. Pre-
vention, therefore, is focused on the behavior and the environment of in-
dividuals, as it might be with any other problem that is primarily social in
nature. In addressing other chronic medical conditions, the focus of pre-
vention is often on the interaction of biological, genetic, behavioral, and
environmental factors. Consistent with the perspective that views addic-
tion as a social problem is the relative absence of emphasis on treatment.
Most preventable health conditions are accompanied by well-developed
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treatment protocols and delivery systems addressing illness that has not
been successfully prevented. Emergency departments, for example, are
poised to treat accident victims who didn't wear seat belts; insurance pays
for medications that mitigate diabetes when nutrition and exercise do not
succeed. In the case of drug and alcohol addiction, only episodic atten-
tion had been given to the quality or the availability of treatment.

—w— Phase III: The Impact Framework—
Addiction Prevention and Treatment

In the 1990s, alcohol and drug use essentially stabilized when compared
with the rates of the previous two decades. Between 81 and 84 percent of
people twelve and older reported using alcohol in this decade, compared
with a high of 89 percent in 1979.” Drug use, while relatively stable
through the 1990s, at between 33 and 36 percent for the lifetime use of
any drug, increased slightly from the 31 percent reported in 1979. In
1993, Bill Clinton took office as president, and he publicly acknowledged
his family’s history of addiction.

Professionals in the field of prevention and treatment welcomed the
new administration’s support for the idea of reducing the demand for al-
cohol and drugs among young Americans. The hope was that this sup-
port would result in a new policy aimed at reducing demand and also in
new resources to combat addiction. These heightened expectations went
unmet, however. There were no significant new resources and no signifi-
cant change in the policy of previous administrations, which allocated
two-thirds of every government dollar spent in the so-called War on Drugs
to interdicting the supply in foreign lands or on the streets of America.
For the most part, the 1990s were socially conservative years, a time when
individuals who were dependent on alcohol or drugs were denied dis-
ability benefits and addicted pregnant women were, in some states, in-
carcerated for child endangerment.

Still, the decade did see a significant growth in the scientific under-
standing of addiction and in the means to prevent and treat it. Both the
National Institute on Alcohol Abuse and Alcoholism and the National
Institute on Drug Abuse developed research programs that advanced the
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understanding of the brain’s response to alcohol and other specific drugs;
research also advanced the understanding of pharmaceuticals that block
or neutralize the effects of alcohol and drugs on the brain. The neurolog-
ical dimension became crucial to understanding addiction as a medical
condition. Research established a genetic link to alcohol problems and
dependence. Moreover, the National Institute of Drug Abuse and the fed-
eral Substance Abuse and Mental Health Services Administration com-
missioned the Institute of Medicine to conduct a study to determine and
recommend how the positive results of clinical trials of pharmaceutical
and behavioral interventions could be quickly adopted by treatment or-
ganizations. By 1998, the concept of addiction as “a brain disease” began
to achieve prominence among professionals in the field.

The challenge was to get what was known to be effective into gener-
ally accepted practice. Building on the recommendations of the Institute
of Medicine report, Bridging the Gap Between Practice and Research, the
National Institute on Drug Abuse and the Substance Abuse and Mental
Health Services Administration created initiatives designed to translate
research into practice. Both linked treatment organizations and profes-
sionals directly with clinical researchers in networks created to design,
conduct, and disseminate proven interventions. The model was lifted di-
rectly from the clinical trial network of the National Cancer Institute.

These developments provided the external political and scientific con-
text that shaped the third phase of the Robert Wood Johnson Founda-
tion’s work with alcohol and drug prevention and treatment.

A staff report to the board in 2000 and a new programming frame-
work—drawing directly from the reservoir of scientific understanding of
neurology, biology, and the psychosocial dimensions of addiction—
described the role that dopamine receptors in the brain play in satistying
reward centers and cravings; the medications and proven clinical inter-
ventions available to treat addiction; and the significant gap between need,
on the one hand, and available resources (including insurance) on the
other. Viewing addiction as a chronic medical condition, the report con-
cluded by recommending that the Foundation give priority to increasing
access to quality treatment.
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Even before this report, however, the Foundation had begun to move
in a new direction with a $21 million five-year program called Reclaiming
Futures, which was authorized in 1999. The program aimed at helping
adolescents caught up in the criminal justice system because of alcohol or
drugs remain with their families and in school. To build connections
among courts, families, treatment resources, and schools, the program pro-
vides training for judges, probation officers, and counselors as well as tech-
nical assistance and financial resources for courts and treatment agencies.

After the 2000 report, the Foundation authorized a series of new pro-
grams. Paths to Recovery, authorized in 2001, is a $9.5 million five-year
program that, among other things, seeks to redesign admission processes
to promote quick access for patients, revamp intake systems to minimize
intrusion and redundancy, and deploy counselors to increase retention in
treatment programs. In 2002, the federal Substance Abuse and Mental
Health Services Administration became a full partner in this effort
through an initiative called Strengthening Treatment Access and Reten-
tion, effectively doubling the program’s size. Today there are more than
forty treatment organizations, four states, and three managed care orga-
nizations participating in the program. Another Foundation-funded pro-
gram, the $3 million, four-year Resources for Recovery, which began in
2002, aims at maintaining or increasing the resources available to prevent
and treat addiction, even at a time when states face severe fiscal con-
straints. It provides funds for experts in state financing to help the states
draw full potential benefits from the major federal and state programs tar-
geted to addiction prevention and treatment.

Other programs that the Foundation funded in the early 2000s were
aimed at developing treatment guidelines for adolescent services; study-
ing the implications of California’s Proposition 36 (approved by 61 per-
cent of the voters in 2001, Prop 36 mandated treatment programs rather
than jail for people convicted of minor drug offenses); and developing, in
conjunction with governmental and nongovernmental partners, initial
performance measures of effective treatment that can guide the buyers of
drug treatments. Also, in response to a growing number of studies that

showed the Drug Abuse Resistance Education program, or DARE, to be
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ineffective, the Foundation funded a $13 million, five-year effort to re-
design the DARE curriculum.

In January 2003, Risa Lavizzo-Mourey, who had recently become
the Foundation’s president and chief executive officer, presented the
board with an “impact framework” to guide the Foundation’s grant-
making. Improving the quality of addiction treatment was one of eight
strategic objectives set forth in the statement. Specifically, the Founda-
tion sought to improve the quality of addiction treatment by “increas-
ing the number of addiction treatment settings that employ proven
interventions.”" In carrying out the strategy, the Foundation would iden-
tify and address barriers to receiving effective care, including organiza-
tional obstacles that discourage continued patient engagement and
reimbursement practices that discourage the adoption of effective inter-
ventions. It would also focus on the need to recognize and act on addic-
tion as a chronic illness.

As one indication of the change in emphasis (and to avoid reinforc-
ing the stigma of addiction), the name of the team working on this new
approach within the Foundation was changed from the Alcohol and Ille-
gal Drugs Team to the Addiction Prevention and Treatment Team. Also,
the term “substance abuse” was dropped and replaced by such terms as
“alcohol or drug problem or addiction” and “substance use disorder.” The
change in language reinforced the view that addiction is a health condi-
tion and avoided the stigmatizing implications of words such as “abuse,”
and “illicit”—terms better suited to a social problem addressed in the
criminal justice system.

In the two years since the board adopted the impact framework, the
Foundation has taken a number of steps to reach its objective of increas-
ing the use of proven treatment practices:

First, grants were made to develop program-level measures of such
practices. The aim is to work with federal and other partners to have a
standard set of indicators for proven practices that can be included in na-
tional surveys of treatment programs. To date, the National Quality
Forum, an organization in Washington, D.C., that develops standards for
measuring health care improvement, has held a workshop that identified
five practical candidates for inclusion in surveys:
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m The appropriate use of screening and brief intervention tools

m Assessment of patients with alcohol and opiate-specific di-
agnoses for pharmacologic interventions

m Availability of proven behavioral interventions, such as mo-
tivational interviewing and contingency management

m The use of aftercare and follow-up to maintain engagement

m The use of “wraparound” supports such as job training and
transitional housing and child care

Second, federal, provider, consumer, and research groups have met and
begun to identify principles for a demonstration program that will help
treatment programs remove the obstacles to adopting proven practices.

Third, since the states, through health, child welfare, transitional as-
sistance, and criminal justice programs, are the single largest purchasers
and regulators of addiction treatment, a set of principles has been identi-
fied that can be used in a demonstration initiative to encourage states to
use their influence to improve the quality of treatment. Examples of these
principles include

m Buying services from networks rather than individual pro-
grams so that patients can move seamlessly across levels of
care managed by different providers

m Identifying and modifying policies that unintentionally dis-
courage quality—such as reimbursement practices that pro-
hibit payment for medication while reimbursing other
services

m Promoting diversity to better serve patients whose language,
cultural, racial, or other attributes are different from those
of the providers of treatment

m Promoting practices that increase the role of the patients in
managing the treatment and aftercare for their condition

Even as phase III programs (those treating addiction as a chronic con-
dition) are being developed, many phase II programs (those viewing
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addiction as a behavioral and societal issue) are being continued. These
include the Partnership for a Drug-Free America, Community Anti-Drug
Coalitions of America, the Center on Addiction and Substance Abuse,
and Join Together, as well as the programs focused on reducing underage
drinking. For programs whose funding is completed, such as Free to
Grow, the Foundation is working to consolidate the knowledge gained
and to share what was learned. For programs that continue, especially re-
search and field-building initiatives such as the Substance Abuse Policy
Research Program and Bridging the Gap, the Foundation is striving to
align the remaining work with the phase III objectives.

—w~— The Road Ahead
The Foundation’s programming in the fields of alcohol and drug addic-

tion will no doubt continue to evolve and reflect external events, current
science, and internal perspectives. The Foundation is committed to in-
creasing the number of treatment settings that employ evidence-based in-
terventions. In addition to developing new programs, the Foundation
recognizes the importance of maintaining the momentum of the earlier
investments in the field.

Over the long run, the Foundation is looking toward an approach to
treating drug and alcohol addiction that is based on a widely accepted
model of treating chronic illness. This model has five core components:

Community Policies and Resources

These provide the context in which prevention, early intervention, treat-
ment, and aftercare occur. In the past, an eclectic combination of prac-
tices developed, based on views of alcohol and drug use that ranged from
criminal behavior to willful act to bio-psycho-social condition. Such views
have led, in some instances, to policies that dictate the incarceration of
drug users and then limit the educational, health, and other benefits
needed for successful aftercare. In other instances, prevention efforts are
managed exclusively by local law enforcement officials and are uncon-
nected to screening or primary care opportunities. In yet others, policies
governing health insurance allow the exclusion or the restriction of bene-
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fits and services for persons who seek help for alcohol and drug addiction.
The future requires a continuum of prevention, screening, early inter-
vention, treatment, and aftercare, supported by policies that prevent and
treat addiction to alcohol or drugs rather than punish the people who are

addicted.

A Responsive Delivery System

The delivery system should be available when the patient needs it and
offer the level of care required by the patient at the time. Today’s addic-
tion prevention and treatment system is an aggregation of some fourteen
thousand programs across the country. It lacks the capacity for coordi-
nating care on behalf of a patient. The financially fragile system is still
steeped as much in belief systems as in the science of prevention and treat-
ment. Strengthening the system through infrastructure development, con-
solidation where it is appropriate, adoption of proven approaches, and use
of quality improvement practices is critical to bringing about a responsive
delivery system.

Clinical Information Systems

These systems provide the ability to consider all dimensions of a patient’s
needs over time. For alcohol and drug addiction diagnoses, privacy pro-
tections have been in place for many years, modeled on the anonymity
principles of Alcoholics Anonymous. These provisions have served to pro-
tect patients from stigma and discrimination in the workplace and the
community, but they have also served to isolate clinical information about
addiction from other health-related conditions. Integrating clinical in-
formation, within the privacy protections of the law, is important not only
to treat addiction effectively but also to treat other medical conditions
that are affected by the use of alcohol and drugs.

Decision Supports

Decision supports guide and promote effective practice in any prevention
or treatment activity. A sizable literature has shown what practices are ef-
fective in preventing and treating alcohol and drug misuse. For example,
the Substance Abuse and Mental Health Service Administration’s Treatment
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Improvement Protocol Series and the National Registry of Effective Pro-
grams and Practices document approaches and protocols applicable to
preventing and treating alcohol and drug problems. The challenge is
adopting what has been shown to work.

Active and Engaged Consumers

Committed patient-participants are essential to monitoring progress, ed-
ucating others, and advocating for the resources needed to manage chronic
illness. On one hand, the addiction treatment field excels at creatively
using patients. The self-help movement represents an aftercare peer sup-
port network that is the envy of any system that treats chronic illness.
Until recently, as many as 50 percent of the counselors working in addic-
tion treatment were themselves at one time problem users or were ad-
dicted to alcohol and drugs.!' On the other hand, alcohol and drug
treatment programs are known for rules that forbid patient contact with
social and family networks and discharge patients for violating essentially
procedural rules or not complying with protocols and similar practices
that marginalize the patient. A newly emerging consumer movement has
the potential to build on the strengths derived from the heavy involve-
ment that consumers traditionally have had in this field and to become a
force for more and better resources at the community level.

—w— Spanning the Prevention-Treatment Divide

Every year, as the new school year begins, the government releases data
from tracking surveys that detail past month, past year, and lifetime re-
ported use of alcohol and a large number of specific drugs by age group
for people twelve and older. The reports cite variations in reported use
from the previous year that, depending on the direction of the trends, are
cause for alarm or for cautious celebration and become focal points for
further action.!?

Less often is a long-term view taken on prevalence in these reports. That
long-term view would show generational changes in drug and alcohol use
but not wide variation of use patterns within ten-year intervals.' If there is

a relatively constant rate of prevalence for alcohol and drug use over many
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generations, it would seem logical to conclude that multiple strategies are
needed until sufficient knowledge is gained about the interaction of neu-
rological, biological, and genetic predispositions with the social context that
results in addiction. The divide between those who view addiction to alco-
hol and drugs as totally preventable and those who view it as totally treat-
able has been based more on assertion and belief than on science. Learning
from other chronic illness, the nation’s health authorities have put in place
broad prevention strategies and education aimed at informing the behav-
iors of Americans to exercise, eat right, and avoid environmental and be-
havioral risks. These are demonstrated approaches to reducing cardiovascular
disease and diabetes. In addition to this knowledge and these demonstrated
approaches to preventing illness, the nation maintains a standing capacity
for treating these conditions in both primary and specialty care settings.
Now the nation needs the same capacity for reducing exposure to alcohol
and drugs and for preventing and treating addiction.
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Students Run LA

Paul Brodeur

Editors’ Introduction

Every year, the Anthology devotes a chapter to one of the smaller projects that
the Foundation funds. These are often innovative projects that take place in a
single location and serve people in need. Many are funded through the Local
Initiative Funding Partners, a program in which the Robert Wood Johnson Foun-
dation collaborates with local foundations that have identified promising oppor-
tunities. Past volumes of the Anthology have featured chapters on an alternative
high school in Albuquerque for young people with drug and alcohol problems,’
a San Francisco project that provides care to homeless pregnant women,? the ef-
forts of leaders in Gallup, New Mexico, to reduce drinking in that city,’ and a
project in Chicago that takes a public health approach to reducing gun violence.*

This volume highlights Students Run LA, a project that gives at-risk Los
Angeles students the chance to compete in the City of Los Angeles Marathon. Par-
ticipating students work toward a common goal—competing in the marathon—
and in the process of training for and running the event, they learn self-discipline
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and feel the sense of accomplishment that comes from reaching a difficult goal.
Superficially, the program is about running a race; in 2 more profound sense, it
is about building character. More than 16,000 students have run the Los Angeles
Marathon. As the chapter’s author, award-winning journalist Paul Brodeur, ob-
serves, the graduation rate of those students far exceeds the graduation rate for
students in the Los Angeles Unified School District.

The Robert Wood Johnson Foundation was not involved at the begin-
ning of Students Run LA, which, as often happens, resulted from the efforts of
caring and charismatic individuals. Through the Local Initiative Funding Partners
program, the Foundation was able to play a role in extending the program, which
had previously been limited to high schools, to middle schools throughout the
city. The staff of the Local Initiative program judged Students Run LA to be so
promising that a second grant was awarded to enable the program’s directors to
develop materials that could be used by other cities that picked up the idea.
Philadelphia has already done so with Students Run Philly Style, which received fi-
nancial support through the Local Initiative Funding Partners program.
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3. Brodeur, P. “Combating Alcohol Abuse in Northwestern New Mexico: Gallup’s
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4. Diehl, D. “The Chicago Gun Violence Program.” In Anthology, Vol. VIII (2005).



Students Run LA 165

W 6:30 AM. on Sunday morning, October 17, 2004, in down-
town Los Angeles. Some two thousand middle and high school runners
from the Los Angeles Unified School District are milling about in Grand
Hope Park, which is situated behind the Fashion Institute of Design and
Merchandising between Grand Avenue and Hope Street, where two dozen
yellow school buses provided by Laidlaw Transit Services have delivered
them from all over the metropolitan area and its sprawling suburbs. Al-
most all of the runners are being drenched by a chilling rain that has swept
in overnight from the Pacific, and many are wearing homemade pon-
chos—trash bags with holes cut out for heads and arms. In spite of the
weather, enthusiasm seems undampened. Gossip and laughter are the
order of the day as youngsters greet classmates and rush about to find
friends and relatives who have come to watch them participate in a five-
kilometer (3.1-mile) training race—the second of several monthly runs
to be held in preparation for the twentieth annual twenty-six-mile-385-
yard 2005 Los Angeles Marathon, which will take place in early March.
Many of the young runners have picked up and donned T-shirts with pink
and green lettering reading “Students Run LA”—an after-school fitness
program for at-risk students that has been in operation for sixteen years.
Most of them come from low-income families. Fifty-two percent are boys;
48 percent are girls. Seventy-one percent have Latino backgrounds; 12
percent are Anglo. The remainder are mostly of Asian, African American,
Pacific Islander, and Native American descent.

By 8:00 A.M. the rain has stopped, the skies have begun to brighten,
and teacher-coaches wearing yellow jerseys, who are also running in the
upcoming race, are beginning to round up their charges. Some of the
youngsters are performing stretching exercises by leaning one palm and
then the other against a wall of the Institute of Design, and pulling up on
the instep of the opposite ankle. Others are jogging in place. By 8:30, the
runners are massed behind the starting line on Grand Street, stamping their
feet and clapping their hands to chanting and music from a sound system,
before listening to the national anthem sung in fine style by a large African
American lady on a reviewing stand draped in red and blue bunting.
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A few moments later, the start signal is given and the runners are off
on a course that encompasses some two dozen city blocks. Within fifteen
minutes or so, the leaders appear around a corner several hundred yards
away, run down a two-block-long homestretch along Grand Street, and
cross the finish line. As expected, they are the older and more experienced
runners. During the next forty-five minutes, other runners round the cor-
ner and stream steadily toward the finish line. Some are striding easily,
others are plodding, still others are walking, and a few have stopped mov-
ing altogether and are standing in place, heads down, hands on knees as
they try to regain their strength—a dilemma not uncommon in the late
stages of an early-season training race for which many participants, who
have not been running during the summer, are unprepared. But there has
been one electrifying moment early in the event as a tiny boy of Asian de-
scent, who can’t be more than four and a half feet tall, rounds the corner
into the homestretch at a pace that attracts attention. Little legs pump-
ing, elbows keeping time, head up, eyes looking neither right nor left,
short black hair standing on end as if energized by current, this kid is 7o-
toring! He is putting on a finishing sprint such as no other runner has be-
fore or after him. In the two-block homestretch, he is passing dozens of
runners. Runners half again as tall as he, runners whose legs he could al-
most pass between, runners who look at him as if they can’t believe how
fast he’s going. Spectators near the finish line have seen him coming and
they are shouting and applauding. At the line, he raises his arms and dis-
appears into the crowd. Some minutes later, he can be seen squatting on
his heels by a wall of the Institute of Design, head down, elbows on knees
as he regains his breath. A man—father or older brother>—kneels beside
him, puts an arm around his shoulder, says something into his ear.

The boy nods, raises his head, smiles a smile of triumph.

—xw— A Pioneer

The Los Angeles Marathon celebrated its twentieth anniversary in March
2005, and students from Los Angeles schools have been running in it
since 1987. That they have been doing so is to the credit of a man named
Harry Shabazian, who has been a social studies teacher at the Boyle
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Heights Continuation High School in East Los Angeles for twenty-one
years. (Continuation schools have been established throughout Califor-
nia to enable at-risk students who have fallen behind in their credits for
one reason or another—usually poor attendance or getting into trouble—
to work largely one-on-one with teachers in order to master the basic skills
of reading and writing by completing a curriculum of written assign-
ments.) A swarthy, mustachioed, and heavily bearded man of Armenian
descent, Shabazian was born in Sofia, Bulgaria, spent part of his early
childhood in Beirut, Lebanon, and came to the United States at the age
of nine, in 1968, when his family settled in the Hollywood section of Los
Angeles. He attended Hollywood High School and California State Uni-
versity, Northridge, where he got his teaching credentials. His position at
the Boyle Heights Continuation High School—a pair of stucco-coated
concrete bungalows—has been his first and only paid teaching job. The
walls of his classroom are covered with photographs of student runners,
as well as signs with warnings, such as “Do Drugs? Stay Stupid,” and
graphic photographs showing birth-deformed babies born to teenage
mothers who have become addicted to drugs.

A few days before the five-kilometer training race, Shabazian can be
heard handing out tough love to a boy and a girl who have been skipping
classes. “I know what youre up to,” he tells them, with a scowl. “You
think you can beat the system, but let me tell you, all you're going to beat
is yourselves. So let’s do ourselves a favor, come to class, and get the work
done!” He is wearing a blue baseball cap, blue shorts, sandals, and a white
T-shirt emblazoned on the back with a shark swimming among baitfish.
When he sits down to talk, he is blunt, voluble, and exuberant as he re-
members his early days at Boyle Heights.

I knew this was going to be a rough place from the get-go. It was full of tough
kids who'd been kicked out of other high schools. The two teachers before me
had quit in frustration. I was only twenty-five, and most of the kids I was trying
to teach were seventeen—not all that much of an age difference. Right off the
bat, T changed my name to Harry. My real name is Hachick, which means “Litdle
Cross,” after my grandfather, who was called Hach, or “Big Cross.” But I knew
I'd never make it with the kids here if they had to call me Hachick, so I called
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myself Harry, after a high school history teacher who'd been a mentor of mine.
One reason I was able to bond with the kids was that, like most of them—

95 percent of whom are of Latino origin—I also had to learn English as a second
language. Another reason was that I connected early on with a streetwise kid
named Richard. In the mornings, I was Richard’s teacher; in the afternoons, I
was his pupil. Richard clued me in on the gang scene in East LA, and it was
largely because of him that I was able to convince the other students I was not

some kind of cop.

Shabazian goes on to say that three weeks before the 1986 marathon
he and two friends decided on the spur of the moment to enter it and try
to finish. “My colleagues and I had trained for the race with only a ten-
mile run, so we were ill-prepared,” he recalls.

By mile fifteen, the euphoria had worn off and T had begun to develop cramps
and aches in body parts I didn’t even know I had. At that point, I didn’t think I
could go on. Sweat was turning into salt on my face, and I felt almost delirious.
But word had got out around school that we were going to run the marathon,
so a bunch of kids had come out to watch, and when the downed runner bus—
that’s a vehicle marathon officials send around to pick up runners who can't con-
tinue—slowed down behind me, as if to take me on board, I took a look at the
discouraged faces of the people inside and somehow got myself up and running
again. It took me four hours and forty-five minutes to cross the finish line, but
when I did someone handed me a metal celebration coin that looked like a laun-
dry token, and suddenly I felt a wonderful sense of accomplishment. When I
came to school the next day, I could barely walk, but my kids were incredibly
excited. All they wanted to talk about was the marathon.

Toward the end of that year, one of Shabazian’s students asked him if
he was going to run the marathon again. “To be truthful, it had been such
a painful experience I hadn't thought about it much,” he recalls with a grin.

Then it occurred to me that it would be great if I could persuade some of the
kids to do it with me. Finally, two gitls and five boys signed up for the 1987
marathon. What motivated them was that I was going to do it with them. I was

not remotely qualified to be a running coach, of course, and totally uncertain
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about how we should train, so I read a bunch of running magazines and we
wound up running a bunch of preparation races. As things turned out, minors
below the age of eighteen were not allowed to run in the marathon, so we had to
fudge their ages in the entry papers. We held a car wash to pay for the entry fees
and for cheap running shoes that cost about twenty bucks a pair. In the end, six
of my seven kids finished the marathon. A girl who had to quit had been so ex-
cited at the prospect she'd gone out to celebrate the night before, didn’t get home
till after midnight, couldn’t sleep, and was forced to drop out at mile seven. I
stayed with her till the end and then caught up with the others at mile seventeen,
where the toughest part of the marathon begins. We went on as a group and fin-
ished together. Running as a group is very important. It gives everyone the men-
tal strength to continue. As for the kids who finished that year and in following
years, there has been an extraordinary benefit. They have a totally different view
about school and what they are expected to accomplish here. Their attendance
and grades improve remarkably. They set goals for themselves. They graduate.
They go to college. I tell them there are more millionaires in the U.S.A. than
people who have finished the marathon. For all T know, that may not be true,

but they love to hear it.

Shabazian gives a booming laugh as he remembers this possibly du-
bious exhortation and the fact that the number of students from Boyle
Heights who finished the marathon was six in 1987 and twelve the fol-
lowing year and eighteen in 1989.

I ran fifteen consecutive marathons with kids from my school, and by the time
I quit almost all of them were crossing the finish line. Now that I reflect back
on those years, I realize that the real transformation in these young people takes
place during the months of training, when they are setting the goal of running
the marathon and preparing to do it. Nowadays, were taking students as young
as fifth-graders to climb Mount Whitney in the Sierras, which at fifteen thou-
sand feet is the highest in the continental United States. Back in 1995, we took
twenty students to meet Sir Edmund Hillary, who was in the U.S. to promote
mountain climbing and the preservation of the Himalayas. Everyone wants to
be recognized in this life, and it means a lot to these kids, who often come from
poverty and broken homes, to know that they can run the marathon, climb tall
mountains, meet icons such as Hillary, and be watched, talked about, and writ-

ten about.
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Shabazian falls silent a moment before continuing. “Of course, one
shouldn’t take things too seriously,” he says. “I'll be running the 2005
marathon with some former students. We plan to stop off at a McDonald’s
in the middle of the race so we can have a breather and a sugar rush from
apple pie, French fries, and a soda.”

—w— The Development of Students Run LA

If Shabazian deserves credit for the brainstorm that led to Students Run LA,
two other teachers—Paul Trapani and Eric Spears—should be credited with
demonstrating how to raise money and obtain media coverage for a student
running program that could be spread to other schools. At the time, Trapani
and Spears were working at the Aliso Continuation High School (which
was renamed John R. Wooden High School in 2005) in the San Fernando
Valley. When the two men read about what Shabazian and his students had
done in a school district newsletter, they decided to follow suit, and in 1989
they ran the marathon with some of their students. Since then, they have
run many more Los Angeles marathons with their charges—Trapani has
run seven and Spears has run seventeen—and today both of them are co-
ordinators of the Students Run LA program, with the task of providing
guidance and assistance to the 250 teacher-leaders who coach runners in
more than 150 schools that now participate in the program. They are
helped in this endeavor by Jim Fiorenza, a volunteer transportation co-
ordinator, who makes sure that during each month of the training season
more than two thousand student runners will be transported on time to
the scheduled events. In addition, they are assisted by an administrative
staff led by Marsha Charney, executive director of Students Run LA,
Rosny Mandell, assistant director, Nikki Carelli, program director, and
Ginny Gibbs, development director. These women manage the day-to-
day details of the program, secure funding and resources, set policy, and
provide support to the individual leaders, such as making sure that run-
ning shoes, shorts, and T-shirts are available to be picked up by teacher-
leaders so they can be delivered on time to student runners in the vast Los
Angeles metropolitan area.



Students Run IA 171

Paul Trapani is a husky, handsome man in his early forties who has
an easy smile and an affable manner. He earned his teaching degree at Cal-
ifornia State University, Northridge, and has been a social studies teacher
at the Aliso Continuation High School since 1986. “When I heard about
what Harry Shabazian had done with his kids, I knew it was something
we should be doing here,” he said a few days after the ten-kilometer train-
ing run.

I got my colleague Eric Spears involved, and over time we managed to erect a
structure around Harry’s initial accomplishment by persuading officials of the
school district, the marathon, and a wide variety of foundations, businesses, and
organizations to give us their support. During our first year, a $2 thousand grant
(the first of two such grants) from an auto insurer, Safeco, paid for weekend race
fees so our students could join other members of the running community who
were training for the 1988 marathon. The following year, a $35 thousand grant
from the Milken Family Foundation paid for running shoes, shorts, T-shirts,
transportation, and other expenses for the overall program. The kids had already
got into the act by contacting various television stations. As a result, Channel 2
covered a pre-race carb dinner prepared by my mother, and then followed a tiny

Latina girl named Sylvia as she ran the 1989 marathon the following day.

Trapani went on to say that as the Students Run LA program ex-
panded during the 1990s, an ever-increasing amount of time had to be
reserved for making up rosters. He recalled:

Fortunately, we were able to find someone who showed us how to integrate the
rosters and other aspects of the program online. For that reason, we are now able
to devote more effort to the all-important business of training and mentoring
our student runners, and encouraging them to set and carry out short- and long-
term goals. What we celebrate most in this program is perseverance. Some of
our kids finish the marathon in four to five hours. Others may take six to seven
hours. Still others may require eight hours or more to struggle past the finish

line. But almost all of them finish. Imagine being that determined!

Eric Spears is a slender, soft-spoken, and bearded man, who wears his
long hair in a ponytail. He remembers that when Paul Trapani and he
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decided to try to emulate what Harry Shabazian had accomplished, they
went to get the advice of an expert in kinesiology (the study of muscles)
at California State University, Northridge, who advised against it, saying
he didn’t think it was healthy for youngsters to run the marathon. How-
ever, Spears and Trapani decided that by training with shorter runs they
could get the kids in shape, and they finally won the kinesiologist over to
their point of view to the extent that he began helping them set weekly
mileage goals. “We trained after school, twenty to twenty-five miles a
week, and on weekends we ran on trails and bike paths in the San Fer-
nando Valley,” Spears recalls. “There were only seven of us the first year,
then sixty, and after that the whole program took off.”

Spears became principal of the Temescal Canyon Continuation High
School in Pacific Palisades in 1994, and since 2000 he has been the prin-
cipal of the Community Day School Program, which has twenty-nine
sites in Greater Los Angeles that require him to do a great deal of freeway
driving each day. In spite of his rigorous schedule, he remains deeply com-
mitted to and involved in Students Run LA.

I think most teachers feel a deep sense of joy when they realize that the running
program is helping to change young lives. The kids who finish the marathon are
no longer languishing. Discipline issues disappear. Attendance and grades im-
prove. The main thing about the program, however, is that it’s not really about
running. I¢’s about setting goals—short-term goals such as running the mara-
thon, and long-term goals such as attending college—and developing the sense
of pride and accomplishment that comes with setting and achieving goals. The
program affords youngsters the experience of joining together and the opportu-
nity of building character. Believe me, it is very empowering for the kids who

participate in it.

A year after Trapani, Spears, and their students ran their first mar-
athon, Roberta Weintraub, a former president of the Los Angeles Unified
School District’s Board of Education, as well as a three-time elected mem-
ber of the board, became interested in the fledgling movement. Thanks
largely to her efforts, officials of the Los Angeles Marathon waived their
previous prohibition preventing students under the age of eighteen from
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running in the marathon, as well as the entry fee for Students Run LA
runners. In addition, Weintraub persuaded the board to designate Stu-
dents Run LA as an approved program, and was thus instrumental in
spreading it districtwide. Since then, enrollment in and support for the
program has increased by leaps and bounds. More than 250 student run-
ners entered the marathon in 1990, and 235 finished it; 450 entered in
1991, and 426 finished; 651 entered in 1992, and 625 finished; and
1,026 entered in 1993, and 996 finished. During that year, Students Run
LA became a 501(c)(3) nonprofit organization. Meanwhile, Laidlaw Tran-
sit Services made an extraordinary and continuing in-kind donation of all
the school buses needed for the program.

By 2004, membership in Students Run LA had doubled, with more
than two thousand students starting the marathon and 98 percent of them
finishing it. Ninety-seven percent of the seniors who completed the
marathon that year graduated, and 90 percent of those went on to attend
college and other postsecondary educational institutions. Since Students
Run LA was started in 1989, more than 16,000 student runners have
completed the Los Angeles Marathon. The average graduation rate is more
than 90 percent, as compared with a 65 percent graduation rate for stu-
dents in the Los Angeles Unified School District.

During the sixteen years since Students Run LA came into being, do-
nations and grants have poured in from various private foundations, cor-
porations, and other organizations to foot the bill for the monthly races that
student runners participate in as part of their six-month training regimen.
(In addition to a one-mile preliminary race in September and the five-kilo-
meter race in October, the training program includes a ten-kilometer [6.2-
mile] run, a fifteen-kilometer [9.3-mile] run, two half-marathons, and a
grueling thirty-kilometer [eighteen-mile] race that is held in early Febru-
ary at Hansen Dam in Lake View Terrace, north of the city. Foundation
and corporate grants are also used to finance a scholarship and minigrant
program. Through this program, Students Run LA provides $500 schol-
arships to graduating seniors who have completed the marathon, main-
tained at least a 2.5 grade point average, and demonstrated financial need.
The scholarships help students who attend college to pay for books, tu-
ition, and other expenses. The minigrants are awards of up to $300 given
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to youngsters in grades six through eleven who have completed the
marathon and demonstrated financial need. They are used to pay for SAT
preparation courses, art classes, math or science programs, and other ed-
ucational activities. Still other foundation and corporate grants are used
to finance special events, such as an annual Girls Day, which has increased
female participation in Students Run LA from 37 percent to 48 percent
during the past seven years, and an annual leader training conference,
which enables the program’s volunteer teacher-leaders to meet one an-
other and share experiences and information. Among the major sponsors
of these and other Students Run LA activities are the American Honda
Motor Company, the California Wellness Foundation, the Los Angeles
Police Department, the Los Angeles Times, the Los Angeles Unified School
District, the California Endowment, the Amateur Athletic Foundation,
the Ahmanson Foundation, the Weingart Foundation, the S. Mark Taper
Foundation, and the W.M. Keck Foundation.

—w— The Initial Role of the Robert
Wood Johnson Foundation

In 1987, thanks largely to the vision and tenacity of Terrance Keenan,
then a vice president at the Robert Wood Johnson Foundation, the Foun-
dation created the Local Initiative Funding Partners program, or LIFP, to
encourage partnerships with smaller foundations that, like the Robert
Wood Johnson Foundation, fund projects in the area of health and health
care. Local Initiative Funding Partners is a program of matching grants
designed to support collaborative relationships between the Robert Wood
Johnson Foundation and local grantmakers that finance innovative com-
munity-based projects that serve people who are underserved and at risk.
The philosophy guiding the program is the belief that local grantmakers
interested in addressing local health care problems have a knowledge of
their communities that no national foundation can match.!

Between 1988 and the end of 2004, the Robert Wood Johnson Foun-
dation has collaborated through its Local Initiative Funding Partners Pro-
gram with more than 1,200 local grantmakers to fund 250 projects in all
fifty states. During this period, the Foundation has awarded $86 million
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in LIFP grants that have been matched by funds from local granting coali-
tions, such as community foundations, family foundations, corporate
grantmakers, and others. Local Initiative Funding Partners grants of be-
tween $100,000 and $500,000 per project are paid out over a three- to
four-year period, and are awarded through a competitive process that be-
gins when a local grantmaker prepares a letter of nomination recom-
mending a local applicant’s project, and when the local applicant submits
a brief proposal describing the project, together with a one-page prelimi-
nary budget. Selected applicants are then invited to submit full propos-
als, which are reviewed by members of an advisory committee and by the
LIEP’s program staff. After this review, projects still under consideration
receive site visits. By the time of a site visit, there must be clear evidence
that matching funds will be in place for the first year, and that local fund-
ing sources for subsequent years have been identified.

In September 1997, Gary Yates, president and chief executive officer
of the California Wellness Foundation—a longtime supporter of Students
Run LA—wrote to Pauline M. Seitz, a former senior program officer at
the Robert Wood Johnson Foundation, who had become director of the
Foundation’s Local Initiative Funding Partners program, nominating Stu-
dents Run LA for funding through the Local Initiative program. “We be-
lieve that Students Run LA represents an innovative and effective approach
to promoting health and preventing substance abuse among youth, in-
cluding low-income, special needs, and high-risk students,” Yates told Seitz.
Some idea of the need for such an approach can be seen in the narrative
section of a proposal entitled “Students Run LA Middle School Cam-
paign,” which Students Run LA’s Marsha Charney sent to Seitz on De-
cember 10, 1997. Citing a report called Childrens ScoreCard Los Angeles
County 1996, Charney wrote that 28 percent of the 2,577,819 children in
Los Angeles County lived below the poverty level. Citing statistics fur-
nished by the Los Angeles Police Department, she went on to point out
that as of January 1996, there were 58,659 gang members in Los Angeles
County, whose primary activity involved the use and sale of drugs. Ac-
cording to the Los Angeles Police Department, the average age of a gang
member was sixteen; most had joined a gang by the age of twelve; 90 per-
cent had been arrested at least once by the age of eighteen; 95 percent did
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not finish high school; and 60 percent were either dead or in prison by the
age of twenty.

After considering the Students Run LA application for funding, the
Robert Wood Johnson Foundation, through the Local Initiative program,
made a grant of $235,000 in July 1998 for a three-year program that
would increase the ranks of student runners to include middle school stu-
dents between the ages of twelve and fifteen. At the time, the Foundation
had not yet embarked on grantmaking to address obesity and physical fit-
ness (in which it has since developed a strong interest), so the program
was based on the expectation that training for and running in the
marathon would encourage middle school students to build self-esteem,
improve nutrition, and avoid the use of tobacco, alcohol, and illegal drugs.
In addition to the California Wellness Foundation, local funding partners
in the project included the California Community Foundation, the
Milken Family Foundation, the Crail-Johnson Foundation, the Bank of
America Foundation, the Ralph M. Parsons Foundation, and the Los An-
geles Junior Chamber of Commerce.

The initial involvement of the Robert Wood Johnson Foundation
with Students Run LA proved to be a great success. During the project,
which ran from the beginning of August 1998 until the end of July 2001,
more than 1,000 middle school students were enrolled in Students Run
LA’s marathon-running program. “All we had to do was put the word
out,” Martha Charney recalls. “The middle schools were already knock-
ing on our door. What we had to be careful about was not to push the
younger students too hard or too far. In many instances, therefore, we al-
lowed them to set the half-marathon as their goal during their first year
in the program, and to continue in the full-marathon project during the
following year.”

—w— Replicating Students Run LA

In June 2002, Pauline Seitz telephoned Marsha Charney to get her thoughts
on the possibility of nationwide replication. Charney told Seitz that she felt
Students Run LA did not have the organizational infrastructure needed for
national replication, but that she and her colleagues would be interested in
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exploring a special opportunities grant to describe the program experi-
ence, evaluate the results to date, and describe the lessons learned in going
from a $35-thousand-a-year project to a $1-million-a-year nonprofit. Seitz
and Charney then discussed the need for a Students Run LA “toolkit”—
a package of instructional materials that local communities interested in
starting similar marathon-running programs could adapt.

In January 2003, Charney sent Seitz a six-page proposal entitled
“Replication of the Students Run LA Program,” in which she listed ten
“ingredients” that she and her colleagues had identified as necessary to
operate and sustain a student marathon-running project. She described
the first two as “essential, critical, irreplaceable, and non-negotiable.” The
ten ingredients can be summarized as follows:

m One or a few enthusiastic, energetic, and passionate teacher-
leaders who are committed to helping at-risk young people
become strong, resilient, motivated students, and who
are interested in training for and running in a marathon
themselves.

m Students aged twelve to nineteen who are willing to try out
the concept.

m School principals who will support the use of school fa-
cilities for the teacher-leaders and students to train before
and/or after school, and who understand and support the
essential goal of the program, which is to teach at-risk youth
how to set a goal and achieve it through participation in
and completion of a marathon.

m A member or members of the board of education who
will not only understand and be advocates for the run-
ning program but also provide the imprimatur and
resources of the board, which may include funding, in-
surance, access to transportation, and acceptance as a

bona fide activity.

m The leader of the local city marathon, who will accept and
support the program, and who will be willing to waive any
age or time requirements of that particular marathon.
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m A board of directors to help the new organization gain
access to the community and acquire resources. Board
members should include those with access to government,
philanthropies, corporations, health care agencies, and
other community agencies and resources.

m A director to administer the program, oversee the staff and
budget, develop informational materials, and send out pro-
posals to raise money for the program.

m Sponsors to provide funds and/or products to outfit the
initial group of students, who will need good-quality run-
ning shoes to train properly.

m Local community races that teacher-leaders and student
runners can enter during their training period.

m Local political supporters to help the organization put on
its own races (with permits, access, police assistance) and to
help with resources at all levels of government.

In her proposal to Seitz, Charney went on to describe a toolkit that
would include information on the “who, what, when, where, and why”
of creating a student marathon-running program, including descriptions
of the Students Run LA philosophy, program structure, seasonal time
frame, program costs, strategies for implementation, insurance and lia-
bility issues, adult and student responsibilities, evaluation criteria, train-
ing for adult leaders, staffing needs, and other essential information.
Among the chief components of the package would be a teacher-leader
manual explaining how to start a student running group, and what train-
ing techniques and schedule to employ; a video describing the experiences
and observations of student runners and their teacher-leaders; and a run-
ner’s journal and training log that students could use each year while they
participate in the program.

In July 2003, the Robert Wood Johnson Foundation awarded a
$250,000 grant to Students Run LA for a two-year project during which
it would develop an instructional package that would be used to teach
other communities how to organize and replicate the Students Run LA
program. Development of the toolkit began on August 1, 2003, under
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the direction of Kristine S. Breese, Student Run LA’ project director, who
proceeded to review the organization’s written materials, hire graphics de-
sign personnel, and consult with teacher-leaders to evaluate, modify, and
improve a prototype kit. A final model of the toolkit was produced in No-
vember 2004, and during 2005 a business plan was developed to de-
termine the essential market for it and the best way to disseminate it.
Meanwhile, Students Run LA officials had received inquiries about the
toolkit from more than half a dozen cities interested in acquiring it.

The major component of the kit is a brightly colored notebook en-
titled “Up and Running,” which contains well over a hundred pages of
instruction on how to start up a marathon-running program, how to
train, and how to build confidence, endurance, and self-esteem. The note-
book also provides a marathon leaders” handbook that advises teacher-
leaders on how to motivate and train young runners. In addition to the
notebook, the toolkit contains a video that features Trapani, Spears, Char-
ney, and a number of students talking about the value and success of Stu-
dents Run LA, as well as a 124-page runner’s journal that lists training,
nutritional, and safety tips for young runners.

—w— Students Run Philly Style

In February 2003, Susan Sherman, president and chief executive officer
of the Independence Foundation of Philadelphia, visited Students Run
LA while attending an annual Grantmakers in Health meeting that was
being held in Los Angeles. Impressed by the achievements of the program,
she recommended it for consideration by the National Nursing Centers
Consortium of Philadelphia—a nonprofit organization with 140 nurse-
managed health centers serving two million patients across the United
States, including twelve centers located in Philadelphia. Nursing Con-
sortium officials were enthusiastic about the prospect of replicating Stu-
dents Run LA in Philadelphia, and on November 4, 2003, Sherman wrote
Pauline Seitz a letter nominating the organization as a candidate for fund-
ing by the Robert Wood Johnson Foundation’s Local Initiative Funding
Partners program, and committing the Independence Foundation to pro-
viding $50,000 a year if the project were approved.
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In an executive summary describing the project, which was to be
called Students Run Philly Style, Nursing Consortium officials proposed
a three-year funding period to create opportunities for up to 400 middle
and high school students to participate in a running program that would
“improve their health knowledge and behaviors, self-esteem, attitudes
about school, and school attendance.” In the project narrative, the Con-
sortium officials wrote that 67 percent of the target area’s children were
African American, 16 percent were Latino, and 15 percent white; that 45
percent of them lived below the federal poverty level; and that 60 per-
cent—18,300 children in all—were at risk of obesity. They also noted
that between 2001 and 2002, only 54 percent of Philadelphia students
graduated on time (in four years), that more than one in five Philadelphia
ninth-graders dropped out of school each year, and that the daily absence
rate for high school students was nearly 22 percent.

According to the proposal, the project would initially be implemented
in collaboration with two Nursing Consortium centers—the Falls Family
Practice and Counseling Network and the Temple Health Connection—
which provide vital community health care to low-income, predomi-
nately minority populations of eight public housing developments. The
two health centers would, in turn, be supported by a variety of organi-
zations—among them the Temple University Partnership Schools, the
School District of Philadelphia, the City of Philadelphia Department of
Public Health, the Philadelphia Health Management Corporation, the
Delaware County Road Runners Club, Students Run LA, and several
middle and high schools in North Philadelphia, perhaps the poorest area
in the city. During the initial stages of Students Run Philly Style, team
leaders would be recruited from neighborhood schools, health centers,
and running clubs, and the program would be confined to North Phil-
adelphia. The initial plans called for the program to be expanded to West
Philadelphia in the second and third years. However, when a health col-
laborative in Haddington called To Our Children’s Future with Health
became a partner, West Philadelphia was included as well. In addition to
the Independence Foundation, the local funding partners included the
William Penn Foundation, the Philadelphia Foundation, the Philadel-
phia Health Management Corporation, the Campbell-Oxholm Foun-
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dation, the Samuel S. Fels Fund, the Beck Institute for Cognitive Ther-
apy and Research, and the Keystone Mercy Health Plan.

In July 2004, the Robert Wood Johnson Foundation, through the
Local Initiative Funding Partners program, awarded a four-year, $495,000
grant to the National Nursing Centers Consortium to undertake the
first full-scale replication of the Students Run LA program. However,
instead of being a completely school-based program like Students Run
LA, Students Run Philly Style has drawn its student runners and adult
leaders from a variety of sources—among them support groups for
youth, health centers, churches, and after-school programs, as well as
several schools. This approach is largely due to the fact that the Phila-
delphia Marathon is run in November, which means that students who
wish to compete in it must train from March to November, including
several months during the summer when schools are closed for vacation.
Among the races they have entered during their training period are
the ten-mile Blue Cross Broad Street Run, held in May, and the 13.1-
mile Jefferson Hospital Philadelphia Distance Run, which takes place
in September.

During the winter of 2005, Heather McDanel, a long-distance run-
ner who is project director of Students Run Philly Style, and some col-
leagues undertook to organize the program in earnest, and on Saturday,
March 12, seventy-five young runners and thirty-five leaders, who were
joined by Eric Spears, Paul Trapani, four-time Olympic middle distance
runner Joetta Clark-Diggs, and Pedro Larios, a member of Students Run
LA, met for a kickoff celebration that included a twenty-minute Run for
Fun along Kelly Drive, along the Schuylkill River. Since then, thirty adult
mentors—among them an advocate for the homeless, a Germantown pas-
tor, a Trinidadian soccer player, a school police officer, several running en-
thusiasts, and some college students—have been paired with groups of
eight to ten teenagers with whom they practice at least three times a week,
before embarking upon a long run each weekend. Students Run Philly
Style is open to students aged twelve to eighteen. Those fifteen and older
are trained to run in the marathon, while younger students are trained to
run the event as part of four-member relay teams or in the eight-kilome-
ter run associated with the marathon.
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—w— The 2005 Los Angeles Marathon

Meanwhile, the twentieth annual running of the Los Angeles Marathon
was held on Sunday, March 6, under clear skies and relatively cool tem-
peratures. More than 25,000 runners competed, of whom 2,250 were
members of Students Run LA, including some 700 middle school students
whose entry into the marathon had been facilitated by the 1998 grant from
the Robert Wood Johnson Foundation’s Local Initiative program. A few
days before the race, eight of these young runners—all between the ages
of eleven and thirteen, and all from Latino backgrounds—gathered in the
classroom of thirty-two-year-old Tommy Munoz, their coach and mentor,
who has been a sixth-grade history teacher at the Hollenbeck Middle
School for five years, and who would be entering the 2005 marathon with
fourteen Hollenbeck students. (Hollenbeck, in East Los Angeles, is in the
same complex of schools that houses Roosevelt Senior High School and
the Boyle Heights Continuation High School.) The eight students—
Jessica, Juan, Mireya, Jennifer, Elizabeth, Madeline, Oscar, and Marlene—
had trained in arduous conditions; several of the races were run in the
cold rain or drizzle that had characterized much of California’s winter
weather. Most of them agreed, however, that the most difficult race of all
was the half marathon that had been held at Newport in December, after
a scheduled race at Malibu had been cancelled for lack of permits.

“It poured rain the whole way,” Jessica said. “My body was numb.”

“My knuckles were white,” Oscar said.

“Mine were purple,” Jennifer chimed in.

Madeline nodded in agreement. “My hands were swollen.”

Elizabeth, a veteran thirteen-year-old runner who had already entered
and finished two marathons, smiled a shy smile. “I'm hoping to better my
time this year,” she announced.

On marathon morning, the 2,250 runners participating in Students
Run LA gathered in subterranean ballrooms of the Wilshire Grand Hotel
in downtown Los Angeles, where they were issued bright pink caps, T-shirts,
and numbered placards. By 7:45 A.M. they had massed behind the starting
line at Figueroa and Sixth Street, and after the wheelchair contestants and
a select group of top women runners had been allowed to start early, the
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main race began shortly after 8:00 A.M. preceded by the sound of klaxon
horns and the roar of motorcycles ridden by white-helmeted cops of the
Los Angeles Police Department. Since slower runners were positioned at
the back of the pack, few pink hats were seen during the first fifteen min-
utes, but by 8:20 they were everywhere in the stream of runners flowing
twenty abreast along the four lanes of Figueroa.

The day heated up as the sun rose higher in the sky, and by noon-
time, when the first student runners began crossing the finish line, the
temperature had climbed into the seventies. To afford relief, a fire truck
was hosing down tired runners, who were wearing orange ribbons and
medals around their necks to signify that they had finished the marathon.
Some of the adult runners were limping, some were holding their backs,
and a few were being taken away in wheelchairs. As for the Students Run
LA members, there were many more smiles than grimaces, many high
fives, and much photographing and hugging by proud parents, family
members, and friends. In the end, all fourteen of the Hollenbeck Middle
School kids who entered the marathon finished, and fully 99 percent of
the 2,250 Students Run LA members who entered also finished. Down
in the ballroom of the Wilshire Grand, where hundreds of young finish-
ers were stoking up on a post-race lunch of pasta and macaroni, there was
a deafening roar of celebratory chatter.

Elizabeth was ecstatic. She had run the marathon in six hours and
five minutes—her best time ever.

—xw— Conclusion

The Robert Wood Johnson Foundation made a significant contribution
to an already successful program when it financed the entry of middle
school students into the Los Angeles Marathon between 1998 and 2001.
Since then, the Foundation has undertaken to encourage student
marathon running at other locations by funding the writing of a toolkit
designed to demonstrate how Los Angeles developed its program, and by
financing a full-scale replication of the Students Run LA program in
Philadelphia. One of the main ingredients of the success of Students Run
LA is that it is school-based, with teacher-leaders who spend time each
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day with their charges, and who know them on an intimate basis. The
question is whether Students Run Philly Style can match the success of
the Los Angeles school-based program by drawing upon adult leaders,
who may not be as closely connected on a daily basis with young runners
as their counterparts on the West Coast. Only time will tell.

Note

1. For a fuller description, see Wielawski, I. M. “The Local Initiative Funding
Partners Program.” 7o Improve Health and Health Care 2000: The Robert Wood
Johnson Foundation Anthology. San Francisco: Jossey-Bass, 1999.
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8

Terrance Keenan:
An Appreciation

Digby Diebl

Editors’ Introduction

In our efforts to keep the Anthology objective and unbiased, we have always had
a policy that authors not promote the Robert Wood Johnson Foundation or those
who work for it. This chapter represents a departure from that policy. It is an un-
abashed tribute to the Foundation’s most revered staff member. Terry Keenan joined
the Robert Wood Johnson Foundation as one of its first employees, and for more
than thirty years he has set the standard for creativity, caring, and vision.

Digby Diehl, a noted author and frequent contributor to the Anthology
series, intertwines the story of Keenan'’s life with his philosophy of grantmaking
and a description of the programs he developed and nurtured. As Diehl observes,
Keenan has had an enormous influence on philanthropy both at the Robert Wood
Johnson Foundation and nationally.

Although the chapter is focused on Keenan, there is much to be learned
from it about the craft of grantmaking. Keenan embodies a human approach to
philanthropy. He understands the importance of policy change—and, indeed,
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his grants contributed to significant policy change in a number of fields—but his
insistence on keeping people at the center of grantmaking is what makes him
unique. His approach to philanthropy—that the core of foundations” work is
helping people in need—is what, in the end, has made Keenan such a beloved

and influential figure in the field.
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—W If you visit Terry Keenan at his modest home in the small vil-
lage of Newtown, Pennsylvania, you are struck by how much the man
lives up to his legend. Throughout the world of philanthropy, and par-
ticularly in the realm of health care philanthropy, Keenan is respected as
a pioneer of modern grantmaking and a model program officer. He is a
man who helped change both the reality and perception of foundations
by greatly influencing the development of contemporary grantmaking and
foundation policy. As one of the original members of the Robert Wood
Johnson Foundation staff in 1972, he played an important role in the in-
stitution for more than thirty years.

What is less known about Keenan is that he was the unlikely Indiana
Jones of the Robert Wood Johnson Foundation. Keenan fearlessly ventured
single-handed into urban jungles and traveled to remote rural outposts to
bring health care to communities that were deeply in need. Like the movie
character, he used his sharp intellect and academic training to analyze prob-
lems and find solutions. With no need of a whip or a gun, Keenan made
his shy smile and friendly handshake the face of a giant foundation in small
towns and struggling inner-city health projects throughout the country. He
is revered as the man who took philanthropy out of the wood-paneled
boardrooms and into the narrow alleys, the dirt roads, and the backwaters
of America, where the most vulnerable populations needed help.

Keenan, who officially retired in December 2003, continues to be an
influence at the Foundation as a special program consultant. At his home,
he wears the same tan windbreaker for which he was well-known at the
Foundation, with the slight modification of a plaid flannel shirt instead of
a white shirt and tie. Keenan is slight of build, perhaps five feet two inches
tall. Wisps of white hair grace his otherwise bald head. He wears rimless
glasses tinted yellow. Even behind the tinted lenses, his eyes flash with en-
ergy and enthusiasm as he speaks, and throughout the conversation he
maintains the sort of eye contact and intensity that make you feel that his
mission is to persuade you personally. He is no orator, but his manner ex-
presses integrity and thoughtfulness. He repeats many of his noted pre-
cepts of grantmaking with an enthusiasm that is fresh and contagious.
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If there is a single key to Keenan’s extraordinary career in philan-
thropy, it is a booklet he wrote in 1992, The Promise at Hand.' This book-
let is based on a series of lectures he gave at the Foundation in 1990-1991
as part of its twentieth-anniversary celebration. As Steven Schroeder, who
was then the president and chief executive officer of the Foundation, wrote
in his introduction, The Promise at Hand is “a distillation of the insights
developed in [Keenan’s] long and fruitful career.”

What Makes a Foundation Great?

1. A great foundation is informed and animated by moral purpose.

2. A great foundation accepts responsibility and stewardship for pur-
suing these purposes.

3. A great foundation walks humbly with its grantees—it acknowledges
that their success is the instrument of its own success.

4. A great foundation is deliberate. It is guided by judgment. It acts
where there is a need to act. It takes necessary risks—and proceeds
in the face of great odds.

5. A great foundation is a resource for both discovery and change. It
invests not only in the identification of answers, but also in the pur-
suit of solutions.

6. A great foundation is accountable. It functions as a public trust—
and places its learning and experience in the public domain.

7. A great foundation builds investment partnerships around its goals,
creating coalitions of funders—public and private—to multiply
its impact.

8. Conversely, a great foundation participates in funding coalitions
being organized by other parties to lend its support to purposes
requiring multiple funders.
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9. Finally, a great foundation is self-renewing. It adheres to a constant
process of self-reflection and self-assessment. It knows when it needs
to change and to adopt measures to improve its performance.

—Terrance Keenan, The Promise at Hand

Because Keenan is, in Schroeder’s words, “a living embodiment of the
best aspects of the Robert Wood Johnson Foundation,” his precepts for
active philanthropy and foundation ethics in the booklet also reflect his
personal standards.

—w— Early Life

Keenan’s diversified early career prepared him surprisingly well for grant-
making. He grew up in the bustling artistic community of New Hope,
Pennsylvania, the son of Peter Keenan, a Modernist artist of the New
Hope School, and a mother who ran the local tearoom. “My father had
studied at the Slade School of Fine Art in London, and to support his se-
rious painting—and his five children—he became a sports illustrator for
the Philadelphia Bulletin,” Keenan recalls. “He loved the surroundings of
New Hope and the company of the other artists there. The American Im-
pressionist painter John Fulton Folinsbee was one of our neighbors.”

He began to follow in his father’s artistic footsteps at age ten, when
he was selected to exhibit his artwork at a local showing. World War II
exposed him to the wider world; he spent the years 1944 to 1946 as a
naval aviator, flying as a navigator throughout the South Pacific. When
he returned to civilian life, he enrolled at Yale to study English literature.
“Yale accepted almost three times as many students as usual in my class
[of 1950] because of all the veterans,” Keenan notes. “We were doubled
up in rooms and the classes were crowded, but I loved the rich learning
experiences.” He graduated with Phi Beta Kappa honors and pursued each
of his interests with such eclecticism that he qualified to teach English,
Spanish, French, history, and art appreciation at the Thomas Jefferson prep
school in St. Louis, Missouri, for the next five years. He even found time in
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his youth to become a Golden Gloves boxing contender. Laughing, Keenan
insists modestly, “I wouldn’t make too much of that. In my weight class,
at 145 pounds, you just had to be fast and light on your feet and strong.
You really didn't hurt anyone, and no one ever hurt me too badly.”

When Keenan moved to New York, in 1955, he worked for the in-
vestment firm Merrill Lynch, Pierce, Fenner & Beane, where he was
charged with writing the biography of the company’s founder, Charles E.
Merrill. A year later, exactly ten years after separating from the Navy, he
began his long career in philanthropy as a writer for the Ford Foundation,
directing the foundation’s Office of Reports, under J. Quigg Newton. He
joined the Ford Foundation the year it made a groundbreaking blanket
distribution of $660 million to all colleges, universities, hospitals, and
medical schools in the United States. As Paul Jellinek, a friend and for-
mer vice president at the Robert Wood Johnson Foundation, once joked,
“For those of you who wonder where Terry got the idea of thinking about
scale and thinking big, it started with $660 million from the Ford Foun-
dation.” Among his many contributions at Ford, he was chief staff assis-
tant to a trustees committee that wrote a visionary program for the
expansion of the foundation in the 1960s.

—w— Health Care Philanthropy

Health care philanthropy first beckoned to Keenan in May 1965, when
he became senior executive associate and board secretary of the Com-
monwealth Fund. As assistant to Quigg Newton, who had became the
fund’s president, he was involved with every phase of Commonwealth’s
activities. “Terry was Quigg’s right-hand man, his scribe at the meetings
and writer of everything for the foundation from the press releases to the
annual reports,” says Margaret Mahoney, a longtime friend and colleague
of Keenan’s. Mahoney is a former vice president of the Robert Wood
Johnson Foundation, where she worked with Keenan, president emeritus
of the Commonwealth Fund, and currently president of MEM Associ-
ates. “When we met, I had an executive associate position at the Carnegie
Corporation similar to Terry’s, and we became friends almost immedi-
ately,” she recalls. “I was impressed that his grasp of the big health care is-
sues was deepened by a genuine compassion for the recipients of health
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care. | think of him as a combination of the sharp-minded Jesuit and the
caring parish priest.”

What brought Mahoney from the Carnegie and Keenan from Com-
monwealth together was a conference at the Massachusetts Institute of
Technology in the late 1960s on the problems of medical care for the in-
digent. “The Carnegie Corporation gave the president of MIT $15 thou-
sand to convene a conference on health care for the poor,” Mahoney recalls.
“Frankly, MIT did not have much interest in medical care or medicine at
the time. All of the university medical centers were ignoring this huge
problem, and our cities were burning. The report from that meeting more
or less confirmed what we already knew. But it brought Carnegie and
Commonwealth together to work on the problem. That's how I met Terry.”

Frank Karel, former Robert Wood Johnson Foundation vice presi-
dent for communications, recalls meeting Keenan for the first time in
1965, when he was head of public relations for Johns Hopkins Medical
Institutions. “One day, the dean of the medical school, Tommy Turner,
called to say that he had to meet with Quigg Newton from the Com-
monwealth Fund about a grant proposal, and Quigg was bringing some
new staff member,” Karel says. “The dean wanted me to get this new guy
out of the room so that he could be alone with Quigg. That day, I took
Terry on the $50 tour of Johns Hopkins, which was a huge sprawling
place that covered about five city blocks. We went from the top of every
building down into the tunnels below, and Terry loved it. He never
stopped asking questions. Terry and I became friends, and the dean got
his grant.” Two years later, Karel joined Keenan at the Commonwealth
Fund as a program officer, and he recalls that they were both struck by
how completely independent, arrogant, and disorganized foundations
were at that time. “The foundation world was really in disarray,” Karel re-
calls. “They weren’t organized; they didn’t work together. Terry and I
talked about the need for greater responsibility, accountability. This later
led Terry to support the evaluation ethic that was championed at the
Robert Wood Johnson Foundation from its earliest days. Of course, just
a few years after we discussed the problem, Congress took an even dim-
mer view of foundations in the Tax Reform Act of 1969.”

In addition to his concern for the structure and administration of
foundations, Keenan began to focus on programmatic areas that would
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be lifelong pursuits. At the Commonwealth Fund, he had worked on a
Clinical Scholars program and academic community health plans and had
directed the Commonwealth Fund—Harvard University Press Book Pro-
gram. “Frank Karel and I were both recruited to work for Commonwealth
and began work on the same day in 1968,” recalls Annie Lea Shuster, who
began as Keenan’s assistant at Commonwealth and later became a pro-
gram officer at the Robert Wood Johnson Foundation. “Much of the
thinking for the early Robert Wood Johnson programs was done at Com-
monwealth. In fact, the three of us would sit around having lunch in New
York, talking about health care ideas and about moving the foundation
to Princeton. A few years later, we were all there together.”

—w— Beginnings

In December 1971, the Robert Wood Johnson Foundation officially
opened its doors in a modest Victorian house in New Brunswick, New Jer-
sey, with $1.2 billion in assets and the congressional requirement to spend
$45 million in grants by the end of 1972. Gustav Lienhard, who had re-
signed as president of Johnson & Johnson on April 1, 1971, to become
president and treasurer of the new foundation, was a crusty, no-nonsense
businessman who announced his belief in “productive philanthropy.™
David Rogers, formerly dean of the Johns Hopkins University School of
Medicine, was named president as of January 1, 1972, while Lienhard be-
came its full-time board chairman. Neither had ever worked for a founda-
tion, much less one of the largest philanthropic institutions in the United
States—second only to the Ford Foundation. Together, however, they as-
sembled a remarkable team of health care experts that immediately forged
new directions in the foundation world.

Keenan joined the Robert Wood Johnson Foundation as a senior ex-
ecutive associate in March 1972 (he was promoted to vice president later
that year), based on the strong recommendation of Margaret Mahoney, who
had been hired at the same time from the Carnegie Corporation to be a vice
president at Robert Wood Johnson. (“As I remember it, Margaret said that
she wouldn’t come unless I went, and I wouldn’t go unless she went,”
Keenan says. “So, happily, we went together.”) Mahoney and Keenan were
joined by Robert Blendon, who had worked with Rogers at Johns Hopkins
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and who is currently a professor of health policy at Harvard’s School of Pub-
lic Health, and Walsh McDermortt, a physician and former chairman of the
Department of Public Health at Cornell University Medical College. This
quartet became Rogers's programmatic advisory group.

Because the staff was small at the beginning (twenty-one people are
listed in the 1972 Annual Repors), ideas were shared freely, and Rogers’s style
of leadership was casual. “We moved to the Forrestal campus at Princeton
University soon after the Foundation was formed,” recalls Ruby Hearn,
who joined Robert Wood Johnson in 1976 as a program officer and retired
in 2001 as senior vice president. “We were upstairs in the Forrestal Cen-
ter, the same building as a linear accelerator. Almost every day, the entire
staff, including Dr. Rogers, would have lunch around a common table. In
that atmosphere, Terry Keenan was most effective because he could share
his ideas quietly. Because of Terry’s gentle manner, he was at risk of being
underestimated in a larger forum. In that small group, we listened and
learned. A lot of the ideas that became very important to the Foundation
were originally suggested and nurtured by Terry. He was sort of the pro-
genitor of many of the most significant programs we have ever done.”

Terry was deliberately unimposing. He used to dress almost every day in
a white shirt, tie, slacks, and a wonderful tan windbreaker jacket that he
would hang on a coat rack. He rarely wore a formal sport coat or a suit.
He’d be at his desk, which was always piled high with papers, and start
each day with a fresh yellow-lined pad and a half dozen freshly sharpened
number-two pencils. He looked like how you might imagine one of the ed-
itors at the New York Times. He was a wordsmith and always found the
right phrase, whether he was writing a presentation to the board or a
memo to a colleague. Perhaps the most significant memory of Terry I have
is that no matter how busy he was, he always made time to talk with a
colleague.

—Alfred Sadler, former Robert Wood Johnson
Foundation assistant vice president
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Although it would be unfair to attribute specific programs solely to
any individual in a collective effort such as the Robert Wood Johnson
Foundation in its early years, many of the fifty-seven grants listed in the
1972 Annual Report clearly reflect Keenan’s career-long areas of passion-
ate concern. For example, the largest grant authorization to a single in-
stitution in that first year, $5 million, went to Meharry Medical College in
Nashville, Tennessee, to enlarge its primary care teaching facilities. At that
time, Meharry graduated half of the nation’s practicing African American
physicians and 80 percent of those practicing in the thirteen Southern
states. Margaret Mahoney’s Clinical Scholars Program to train young
physicians for leadership roles, which she had brought to Robert Wood
Johnson from the Carnegie and Commonwealth foundations, received a
$5.9 million grant. This is a program that Keenan had enthusiastically
championed and worked on closely with Mahoney before they both
joined the Robert Wood Johnson Foundation. A grant of $4 million for
dental student aid again reflected Keenan’s career emphasis on the need
for greater access to dental health care.

Several smaller grants suggest programmatic areas that would later
flourish under Keenan’s care: a program at the University of California,
Davis, to train rural nurse practitioners; a health care system study in
Montgomery, Alabama; a network of rural health clinics near Provo, Utah;
a summer study program in Newark, New Jersey, to prepare minority stu-
dents to enter the health professions; and a grant to the Foundation Cen-
ter for data collection and analysis of foundations. All were from Keenan's

first Robert Wood Johnson portfolio.

Moving Ideas into the Mainstream

On the north bank of the Yukon River, about 470 miles northwest of An-
chorage, Alaska, there is a remote fishing settlement, an enclave accessible
only by dogsled and snowmobile in the winter, bush plane and small boats
after the thaw.
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At the hub of this village, just below the Arctic Circle, is a very mod-
est health center. It is staffed by nine Yupik Inuits, who have been trained
as community health aides. They speak halting English as a second lan-
guage, but beam with pride as they describe the eighteen-week training
program that transformed their lives and brought medical care to their
frontier town.

Terry Keenan funded that training program in 1975. When I visited
Mountain Village, Alaska, last week, I found that the model had been repli-
cated among the frontier settlements that dot the Alaskan tundra. Moving
an idea from the margins to the mainstream . . . that's Terry’s forte. Terry
also heralded nurse home visiting long before it was common. And there is
no more genteel but dogged champion of nursing, midlevel professionals,
training around domestic violence, services for the disabled, mobilizing
volunteers for service, dental scholars, health care in public housing, mi-
nority student enrichment, early childhood literacy, parenting, and—of
course—family centers.

—Judith Stavisky, Robert Wood Johnson
Foundation senior program officer

“Terry was originally brought into Robert Wood Johnson for inter-
nal management purposes rather than programmatic ideas,” recalls for-
mer Foundation vice president Robert Blendon.

After all, he and Margaret Mahoney were the only ones with much real founda-
tion experience. However, it very quickly became apparent that he had lots of
valuable ideas about the role of foundations in general and about particular pro-
grams in health care. He held the strong view that a large foundation like ours
could help to develop a network of small or medium-size foundations to share
information; this eventually led to the formation of Grantmakers in Health. He
also saw that funding at the community level was more effective when shared
with other partners, which led to our Local Initiative Funding Partners Program.

He perceived very early that many of the problems of health care had to do with
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shortages of nurses, the quality of nurse training, and the lack of leadership in
the field. He made a very strong case for the value of faith-based health care pro-
grams, and argued that the Foundation should not be exclusively secular in its
funding. He brought our attention to programs for dental health care, school-
based adolescent health care, and other areas. But if T had to name Terry’s great-
est contribution to Robert Wood Johnson, it would be his relentless insistence
that we never forget those vulnerable populations—elderly, disabled, children,
minorities—who need health care in the inner cities and, most especially, all

those small towns across America.

An examination of the astonishing 942 grants championed and super-
vised by Keenan supports Blendon’s judgment. The grants in this portfo-
lio have been made to numerous small community organizations all over
the United States. A few are for millions of dollars and a few are for less
than $10,000; most are for less than $100,000—modest by Robert Wood
Johnson Foundation standards. Although Keenan’s emphasis upon com-
munity initiatives, interfaith caregiving, school-based clinics, nursing, pri-
mary care for vulnerable populations, dental training, and services for
disabled and elderly are well-represented, his commitments range across
virtually every aspect of health and health care.

—w— Local Initiative Funding Partners Program

From the beginning of Keenan’s foundation career, he focused on com-
munity health care programs—particularly in small communities—and
he quickly saw the need for a major reorganization of community funding
practices. At the Ford Foundation and the Commonwealth Fund, he ob-
served that local programs often disappeared after an initial three-year
grant period. The grantees rarely made provisions for continued financial
support. “The issue isn't what you can do about it, it’s what you have to
do about it,” Keenan has observed. “You have to work on it and think
about it and try to find ways to solve it. If you don’t solve the problem,
you can at least move the capacity to solve the problem more precisely
and more vigorously ahead.”

Keenan set about finding a solution to the community health care
problem through just the kind of inquiry he mentions. Rather than staying
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secure in the ivory tower of foundation offices, Keenan embarked on fact-
finding missions in the field while simultaneously pursuing ways to part-
ner with local philanthropic organizations. A trip to Texas in the late 1970s
gave him a new insight into the problem. Journalist Irene Wielawski re-
lates, “Keenan vividly remembers a trip to Texas, in which he called on
foundations from one end of the state to the other trying to get them in-
terested in financing a start-up health clinic in an abandoned church in
San Antonio. . . . Keenan essentially acted as their ambassador.”®

He failed in that effort. He was viewed as the voice of a big Yankee
foundation that was not only meddling but also arrogant. Quite reason-
ably, local philanthropies wanted to know why, if the Robert Wood John-
son Foundation thought this health clinic was such a good idea, it didn’t
provide some funding. Chastened by his experience in Texas, Keenan re-
alized that “it would be easier to get a favorable reception if I had some
money to put on the table.”

His earlier experimentation with funneling money into grassroots pro-
grams had resulted in the first community-based program of the Founda-
tion, the Community Care Funding Partners Program, in the early 1980s.
This program was characterized by its process: localized grant applications
for school-based clinics and other primary care units had to satisty a Foun-
dation requirement for dollar-for-dollar matching funds from a local part-
nering funder. The idea was that the partnering institution would stay on
and even help to gather additional funding after the Robert Wood John-
son Foundation’s initial support ended. Frank Karel, former vice president
of communications at the Foundation, called Keenan’s idea “a stroke of ge-
nius,” and noted, “No big foundation had ever done anything like this.”

“I accompanied him on a site visit to Hazlehurst, Georgia, a small
mill town in a rural community south of Macon,” Peter Goodwin, the
Foundation’s vice president for national program affairs, recalls.

I can't remember how long it took us to get there, but it seemed like forever. He
had been there before, and they knew he was coming to discuss their plans for a
community health center that he had funded through the Foundation. I thought
we were meeting with two or three people. But when we rolled into town, you

would have thought the president of the United States was arriving. I'd never in
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my life seen such a spectacle. The whole town of about 350 people rolled out
the red carpet for us. They literally closed down the town and took us to their
country club, where the sheriff, who was attending, looked the other way about
the local blue laws and joined in the toast to Terry Keenan. We were both em-
barrassed by this display of appreciation, but it was the most tangible evidence

I've ever had that we are doing the right thing at the Foundation.

The full-scale Local Initiative Funding Partners program did not
emerge until 1987, with a mandate to expand the scope of the Commu-
nity Care Funding Partners program beyond funding for local clinics. The
new entity gave considerable power to local philanthropies in selecting
projects that they believed were deserving of support. Not surprisingly,
many of the program’s first grants dealt with such pressing but controver-
sial social problems as child sex abuse, drug abuse, teen pregnancy, and
HIV infection. At the center of the new program lay Keenan’s sense of so-
cial responsibility. Musing on a foundation’s 7zison désre, he later remarked,
“I think that foundations working with other entities at the local, state,
but also the national level can use their funds not only for convening but
for looking at issues and understanding problems. If you go back to what
foundation philanthropy represents in our society, it really is the principal
source of private development capital investing in social purposes.”

Despite giving local voices a hearing, however, there were internal
problems with the plan at the Foundation. According to Irene Wielawski,
“It stood out as a radical departure from the status quo, and discomfort
within the staff was palpable.”® In response to internal pressures as well
as a curtailment of grantmaking in general, the program was shut down
in 1989, at the end of its second round of funding,

But Keenan did not give up; he adopted a ruminative position in-
stead. Pauline Seitz, current director of the Local Initiative Funding Part-
ners program, recalls, “Terry never hesitated to just roll over, pretending he
was dead. . . . It was sort of a turtle technique that Terry had. He would
just get bombarded and critiqued from all sides, and he'd sort of go into
his shell . . . and when nobody was looking he'd just crawl out very slowly
and proceed back on course, and hed inevitably get across the finish line.”
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I had just concluded a wonderful job interview with Terry for a job as pro-
gram officer for Local Initiative Funding Partners program in August of 1987
and we were waiting for my next interviewer to be available. He looked out
of his office, across the atrium to the other offices in the building and
seemed to be lost in thought for a moment. He turned to me and said, “You
know, working here isn’t for everybody. The Foundation is sort of like the
Wizard of Oz, and you have to stay behind the curtain. You have to under-
stand that the most significant work of the organization is done by the
grantees. We are simply the agents of their success, and they deserve the
credit. If you have a need for direct recognition, it can be a very frustrating
environment, because everything that happens here takes place behind the
mask of that Wizard called the Robert Wood Johnson Foundation.”

—Pauline Seitz, director of the Local Initiative
Funding Partners program

Steven Schroeder recalls that when he became president of the Robert
Wood Johnson Foundation, in 1990, he felt an almost immediate kinship
with Keenan. “One of the first things I did when I moved into the Foun-
dation offices was to place on my desk a quotation sent to me by my
friend, John Kenneth Galbraith,” Schroeder says. “It reads, ‘Nothing so
gives the illusion of intelligence as a personal association with large sums
of money.” Terry liked that quote, and he helped me to guard against Foun-
dation arrogance by his example and by the occasional quiet comment.”

Before his appointment, Schroeder candidly informed the board of
the Robert Wood Johnson Foundation that he intended to lead the Foun-
dation in a more active role to combat the social roots of health care prob-
lems in America. One of his first acts was to reinstate the Local Initiative
Funding Partners program. “Terry’s program was central to how I thought
the Foundation should operate,” Schroeder recalls. “It permitted us to
have an ear to the ground all throughout the country; to work through
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others; to honor those others; to be a senior but equal partner; and to re-
spect people. It is a great grassroots program.” As Schroeder recalls, there
was still internal resistance when he revived the program, and Keenan was
“not a glamorous salesman, but he was a tenacious salesman. Ultimately,
I think all of our staff became very proud of that program.™

In a memorandum of October 24, 1990, to Schroeder, Keenan sug-
gested some new rules to address a problem that faced the Local Initia-
tive program. The Foundation had been requiring its local foundation
partners to guarantee that matching funds would be made available, even
before the Foundation had itself agreed to fund a project. This created re-
sentments since, as Irene Wielawski has written, “Qualifying for the Foun-
dation match translated into months of effort, including personal and
public advocacy. . . . The design flaw was potentially fatal to the Founda-
tion’s goal of genuine partnership with communities.”'” Keenan recom-
mended that the Foundation drop the controversial requirement that
partner-funders guarantee matching funds before the Robert Wood John-
son Foundation made a commitment—a recommendation that was ac-
cepted. Today, local funders are simply asked for a statement of intention
instead of a guarantee of matching funds.

“The Local Initiative Funding Partners Program was an outstanding
contribution,” Schroeder points out. “Terry nurtured it at a time when it
wasn't that popular. Now it is part of the Foundation'’s DNA.”

—w— Interfaith Caregiving

Perhaps no other program exemplifies Terry Keenan’s strong sense of coali-
tion building better than the Foundation’s interfaith partnership efforts.
Keenan is a man of strong spiritual beliefs, and he keeps them private.
From his earliest days at the Foundation, Keenan saw the value of part-
nering with hospitals, community medical centers, and local organiza-
tions that were faith-based. Understandably, there was considerable
opposition within the Foundation to the appearance of financing religious
institutions. After a decade of making small grants, the Foundation com-
mitted to a major initiative in 1983 with a $2.3 million grant to the fledg-
ling Interfaith Volunteer Caregivers Program. The funding would provide
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three-year grants of $50,000 a year to fifteen churches, synagogues, and
other houses of worship in fifteen communities around the country to set
up coalitions where members of their different faith communities would
provide care—such as transportation to doctors’ offices, shopping, and
companionship—to chronically ill people.

The Interfaith Caregivers Program was clearly a test of Keenan’s con-
viction that a health services foundation should help tackle day-to-day is-
sues of chronic care along with more traditional health services—and could
do so by fostering partnerships of religious organizations. He recognized
that “It should be possible to foster common purpose among institutions
with similar missions—service to youth, for example—without loss of in-
dividual identity.”! He identified this sense of common purpose in the
general call to service that is part of the religious doctrine of many faiths.
But he realized that within the well-intentioned efforts of most churches
or synagogues lay the possibility of redundancy of effort. If the Founda-
tion could foster interfaith programs sharing resources and person power,
the crying need for volunteer caregiving could be harnessed and focused.

The initial announcement of the program was met by more than a
thousand letters of intent from organizations all over the country. In re-
sponse, the Foundation increased the number of sites from ten to twenty-
five. Under the aegis of Kenneth Johnson, an internist at Kingston
Hospital in Kingston, New York, and director of its health services re-
search center, a demonstration program was launched with twenty-five
interfaith coalitions. Johnson had worked closely with several previous
Foundation programs. The money supported a paid director to coordi-
nate and direct the volunteer efforts of these religious organizations. The
rationale for paid directors stemmed from the idea that a paid staff per-
son could better structure the enterprise, organize volunteers, and con-
tinually revise and adapt the plan for caregiving than a council of
representatives, who might meet only sporadically. Many of the locations
and other auxiliary supplies were provided by member denominations.
Johnson observed, “Interfaith volunteer caregiver programs fill gaps in the
long-term care system.”

The fact that ten years later, twenty of the initial twenty-five inter-
faith groups were still in existence testified not only to the need but also to
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the viability of these groups working together. Such was the positive re-
sponse that in 1993 the Foundation invited interfaith caregiving organi-
zations to submit applications for a new program, called Faith in Action,
that replicated and expanded the concept. The program’s supporters en-
visioned making enough grants so that eventually an interfaith coalition
could exist in almost every corner of the United States."?

Each location needed to exhibit certain features, including:

m An authentic interfaith or ecumenical governance, involv-
ing a broad spectrum of faiths and denominations working
together

m An average number of fifty volunteers serving fifty persons
during the first twelve months of the program

m Volunteer caregiving that was direct, person-to-person, and
hands-on, and that provided multiple kinds of assistance
rather than a single service

Technical assistance was provided by twelve federation-sponsored regional
facilitators, who were to help the coalitions make applications, build the
coalitions, and secure matching funds and other administrative services.

Under the second round of funding for Faith in Action, 1,091 inter-
faith coalitions received Foundation support. In July 1998, when the last
of the second-round grants had been awarded, nearly 60,000 people were
volunteering their services under Faith in Action, or an average of fifty-
seven volunteers per site.

In September 1999, the Foundation approved a third generation of
the Faith in Action program. The retooled program, which sought to dis-
tribute $100 million to two thousand new faith-based coalitions over a
seven-year period, was intended to expand its reach by coordinating with
heretofore untraditional organizations such as the National Council of La
Raza and the Islamic Society of North America. Features included grants
of $35,000 per site, more technical support, and a new computer network
that links coalitions and pools a variety of online resources.

In 2004, the Foundation decided to make final funding authoriza-
tion to the program and to concentrate its resources on other initiatives.
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Nonetheless, Faith in Action is considered by many as a signature pro-
gram of the Foundation. The credit, former Foundation vice president
Paul Jellinek says, goes to Terry Keenan: “He was at the forefront of the
interfaith caregiving movement, which started with a small demonstra-
tion program that Terry pushed through the Foundation back in 1983.
The Robert Wood Johnson Foundation has now supported 1,100 of these
coalitions around the country. It all goes back to Terry and his feelings
about impact and scale.”

—w— Nurses’ Training; Physician’s Assistants;
Emergency Medical Services

“Nurturing, caring, healing—that’s what drives nursing, that caring
sense,” Keenan says. “It is really the ethos of the profession. I am very
proud that the Foundation has taken a leadership role in the development
of nursing, expanding the content of nursing, building up the education
of nurses, and supporting the concept of the nurse practitioner. One of
my first projects at the Foundation was to support nursing schools, par-
ticularly at the graduate level. To my amazement, a lot of people—in-
cluding some of the deans of these schools—disagreed with that idea
[graduate-level nurse practitioners].”

“It is strange to recall how controversial all the issues around nurses
and nurse practitioners were at the beginning,” says Ruby Hearn, former
Robert Wood Johnson Foundation senior vice president. “Doctors were
upset about the financial aspects of their roles and what medical functions
nurses might be authorized to perform. Terry was particularly supportive
of clinics run by free-standing nurse practitioners, and that was extremely
controversial. Of course, today, the expanded role of nurses and nurse
practitioners is considered an absolutely necessary part of the medical
establishment.”

As with so many of Keenan’s ideas, his concepts about nursing—in-
cluding an expanded role for nurses, specialized medical training for
nurses and physician’s assistants, restructuring of hospital nursing care,
use of emergency registered nurses in remote rural areas, and clinics headed
by nurse practitioners—were considered revolutionary in the 1970s.!4
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“My brother Blair and I first met Terry Keenan in the summer of 1970 at
the Commonwealth Fund, in that beautiful old building of theirs on the
corner of 75th Street and Central Park,” recalls Alfred Sadler, a former
Robert Wood Johnson Foundation assistant vice president. “The Fund had
just granted $2 million for a very imaginative program in emergency med-
icine and trauma management under the direction of Jack Cole, who was
chairman of surgery at the Yale School of Medicine.”" Blair and Alfred
Sadler, identical twins, were hired to run this program, and they quickly
convinced Cole that Yale should sponsor a program for physician’s assis-
tants in emergency care that was similar to the pioneering Duke Univer-
sity Physician Assistant program in general medicine under Eugene Stead.

“During our three years at Yale, Fred and I stayed in close commu-
nication with Terry at Commonwealth and Maggie Mahoney at
Carnegie,” says Blair Sadler, who is also a former Robert Wood Johnson
Foundation assistant vice president. “In fact, they supported us and en-
couraged us to write The Physicians Assistant— Today and Tomorrow (Yale
University Press, 1972) with a colleague at Yale, Ann Bliss. This was a
summary of the work we had done and of the developments in the field
at that point. To give you an illustration of how closely we worked to-
gether, that book is dedicated to Terry and Maggie.”

In 1973, David Rogers, then the president of the Robert Wood John-
son Foundation, came to Yale to give a speech and met the Sadlers. After
that meeting and some discussions with Keenan and Mahoney, who were
already at the Robert Wood Johnson Foundation, Rogers invited the
Sadlers to join the Foundation and to take their successful Yale Emergency
Medical Services program nationwide. “We couldn’t believe the collegial
atmosphere at the Foundation headquarters in Princeton,” Blair Sadler
recalls. “The entire staff would sit around a lunch table and dream about
how to solve the health care problems of the United States. Terry never
dominated these casual meetings, but when he spoke everyone listened
carefully, because he always had insights and ideas that were based on his
experiences in the field. He was passionate about the need for training
and utilizing physician assistants and nurse practitioners.”

“From those early days to the present, Terry Keenan’s achievements
have been remarkable,” Alfred Sadler says. “But more than that, his influ-
ence, his personality, and his thinking about grantmaking have been hugely
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influential in the whole world of philanthropy, especially in medical and
health care foundations. His humanistic approach, his willingness to take
risks, or even fail, and his concern that foundations have to look to the fu-
ture— Terry has changed foundation culture for the better by his example.”

Although Keenan has always credited many Robert Wood Johnson
Foundation colleagues for their important contributions—including Mar-
garet Mahoney, the Sadlers, Linda Aiken, Ruby Hearn, and Nancy Kauf-
man—there is no doubt that he took the initiative in advancing multiple
changes in the world of nursing. “Terry was very committed to school-
based clinics when I arrived at the Foundation in 1972, recalls Edward
Robbins, former director of the office of proposal management at the
Foundation. “The area was controversial for many reasons. First, it was a
new area for the Foundation, which had been accustomed to working
with hospitals and universities. Second, religious and political organi-
zations objected to nurses providing birth control information to ado-
lescents. And, third, doctors were uncomfortable with the expanded
diagnostic role nurses were playing in these schools. Quite frankly, in
many cases, the nurses were taking more initiative about the children’s
health care than the parents were.”

Some of the grants in Keenan’s 1972 portfolio included funding for a
nurse practitioner program for rural areas that was supervised by the new
Department of Family Practice at the University of California, Davis, and
training for nurse practitioners at the Utah Valley Hospital in Provo.
Keenan championed grants to the Tuskegee Institute in Alabama in 1973
and 1974 to utilize teams of nurse practitioners working from a mobile
van to make an initial assessment of the health needs of families in a three-
county area of Alabama; in 1974, he convinced the Foundation to pro-
vide funding for Kentucky’s Frontier Nursing Service to develop a
curriculum for training of family nurse practitioners; and in that same
year he recommended a grant to Adelphi University in Garden City, New
York, to study the role of nurses in primary care. By 1978, the Founda-
tion, based on Keenan’s recommendations, had funded more than a dozen
nurse and physician’s assistant training programs around the country. These
included the Program to Equip Emergency Nurses with Primary Care
Skills to train emergency room nurses from small regional hospitals in six
university-affiliated hospitals, and the School Health Services Program,
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which brought nurse practitioners to 150,000 children of low-income
parents in thirty-six urban elementary schools, and which was the first of
a number of Foundation-funded school-based health programs.

Alot of people at foundations are basically academics. They don’t like to
get their hands dirty or to come out of the ivory tower. Well, Terry was just
the opposite. For example, in 1988, he heard about a program for poor
children in Chicago called Project Beethoven. As always, he didn’t just pick
up the telephone. He got on the plane to Chicago. So here is Terry, by this
time in his career an older gentleman and a little frail from just having had
cardiac bypass surgery, going into the worst neighborhood in the South Side
of Chicago. It was extremely rough at the time. Mothers were afraid to allow
their children to play on the playgrounds. There was crack cocaine addic-
tion and people shooting at each other every day. You could get killed just
getting out of a taxicab in this neighborhood. Here comes gray-haired Terry,
all by himself, walking down the block, trying to find the right address. Peo-
ple from the project looked out of a second-story window and saw him pick-
ing his way over piles of trash. They ran down the stairs to get him.

His hosts told me that they were horrified when he arrived alone. But
he put them at ease. He sat down with them and listened to their problems.
He went into the classrooms and met the children. Then he came back to
the Foundation and wrote a million-dollar grant to build a health clinic and
to develop a coordinated plan to link the public health nursing, social ser-
vices, and educational services for the children. From there, Terry went on
to create a whole child development initiative for the country. He brought
in other foundations and showed them how to replicate this model of pro-
viding sanctuaries for children within very bad neighborhoods. He basically
revolutionized the field, and today there are hundreds of child development
centers all over the country based on the ideas he initiated at Beethoven.

—Nancy Kaufman, former vice president at
the Robert Wood Johnson Foundation
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The Foundation has continued to support the field of nursing, includ-
ing the $7 million Teaching Nursing Home Program, the $11 million Clin-
ical Nurse Scholars Program, the $17 million program for Strengthening
Hospital Nursing, the $29.7 million Executive Nurse Fellows Program, and
the $1.8 million Transforming Care at the Bedside Program. Nurse practi-
tioners and physician assistants have become a recognized part of America’s
health care system. The Foundation has given more than $140 million to
nursing programs, and continues its strong commitment to the field.1

—w— Grantmakers in Health

Almost from the moment Terry Keenan arrived at the Foundation, he began
networking with other foundations. He shared information about the activi-
ties of the Robert Wood Johnson Foundation and, in many cases, attempted
to coordinate funding of programs. There were a limited number of philan-
thropies in the United States that were working on health issues, and Keenan
was aware that they never sat down at a table together to discuss common prob-
lems or to learn from one another. For more than a decade, he acted as a one-
man communications center among the health care foundations, until he was
able to create a national organization called Grantmakers in Health in 1982.
Grantmakers in Health now brings together some 330 foundations
and corporate grantmaking organizations in a regular series of meetings,
workshops, issue-focused forums, and publications about health and health
care issues. Since 1998, it also has operated the Resource Center on Health
Philanthropy, which collects data from health philanthropies and identi-
fies trends in the field. As a tribute to his importance in the field, the Ter-
rance Keenan Leadership Award in Health Philanthropy is presented by
Grantmakers in Health every year to an outstanding individual in the field.
“We feel that this award recognizes Mr. Keenan's importance in health phil-
anthropy, and regularly reminds us of his values and spirit,” says Lauren
LeRoy, president and chief executive officer of Grantmakers in Health.

—w— An Appreciation

“Terry’s heartfelt compassion for the most vulnerable in our society came
across in the way he approached philanthropy,” Risa Lavizzo-Mourey,
president and CEO of the Foundation, said in a speech honoring Keenan
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last year. “When Terry joined the Robert Wood Johnson Foundation,
foundations in general were not terribly active; they did not have a mis-
sion and a program for change. In fact, philanthropy was considered sus-
pect by many people who believed wealthy individuals were establishing
foundations to use as tax write-offs. Terry helped change both the reality
and the perception of foundations.” In that same speech, she said, “De-
scribing someone as a ‘legend” may seem excessive. But in the case of
Terrance Keenan, the term is entirely appropriate.”
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Public Scrutiny of
Foundations and Charities

The Robert Wood Johnson
Foundation Response

Susan Krutt and David Morse'

Editors’ Introduction

American foundations are a unique national resource, serving as stewards of pri-
vate resources used in the public interest. Responsible primarily to their own
boards of directors—as contrasted with, say, the electorate or shareholders—
foundations are, in the words of Alan Pifer, former president of the Carnegie Cor-
poration of New York, “the least constrained of all institutions in our society.”
Unlike most other institutions, foundations have a dual public and private nature.
They are private corporations whose endowments come from wealthy individu-
als and corporations. Under the Internal Revenue Code, the income on founda-
tions’ investments is largely tax-exempt.

Given foundations’ lack of public accountability and the importance of
the tax exemption to their very existence—not to mention their reputation for
being secretive—it is not surprising that the federal government scrutinizes foun-
dations to make sure that they use their resources legally and, at least arguably, for
purposes that benefit the public. Nor is it surprising—in light of the recent highly

213
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publicized corporate and nonprofit organization scandals—that Congress would
single out foundations for special attention at this time.

In this chapter, Susan Krutt, a communications associate at the Robert
Wood Johnson Foundation, and David Morse, the Foundation’s vice president for
communications, provide an overview of congressional scrutiny of foundations
and charitable organizations and the sector’s response. They place the recent
Senate hearings in the context of past congressional examinations of foundations,
analyze the underlying issues, and explain how philanthropy is trying to address
concerns about its lack of accountability. The authors conclude by discussing the
approaches adopted by the Robert Wood Johnson Foundation to make its own
work more transparent, especially through its evaluation and communications
strategies.

1. The authors express their appreciation to Katherine Hatton, Carol Kroch, and
James Ingram for their insightful review of this chapter.

2. Pifer, A. Speaking Out: Reflections on 30 Years of Foundation Work. Washing-
ton, D.C.: Council on Foundations, 2001.
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uch! For charities that see themselves as beneficent social

problem solvers and integral to a national spirit of generosity, the spate of
headlines in some of America’s leading newspapers hurt, and hurt badly:
“CEO’s Rewards at Nonprofit,” “Costly Furnishings Come at Charities’
Expense,” “Philanthropist’s Millions Enrich Family Retainers,” “Wealth-
iest Nonprofits Favored by Foundations,” “Nonprofit on Trial for Its Ex-
cess,” “IRS Chief Says Nonprofits Are Vulnerable to Abuses.” Beginning
with a series of stories in the San Jose Mercury News in the spring of 2003,
America’s philanthropies, unaccustomed to and uncomfortable being in
the public spotlight except to be appreciated for their benevolence, have
increasingly found their bona fides questioned, both individually and col-
lectively as a sector, with an intensity not felt for more than thirty years.
The stories were more reminiscent of investigations uncovering recent
scandals and abuses in large for-profit corporations like Enron, Tyco, and
WorldCom than of the typical reporting of “good works” performed by
America’s nonprofit sector.

The headlines captured the attention of policymakers, most notably
state attorneys general across the country as well as members of Congress
with oversight of the federal tax laws that regulate charitable activities.
Congress’s focus was less on foundations per se than on apparent abuses
and complex tax scams festering throughout the larger charitable sector,
including gross overvaluations of gifts of property, such as conservation
easements and cars, to sometimes complacent and complicit charities.

For example, during a break in a standing-room-only hearing room
in June 2004, Senate Finance Committee members and hearing attendees
watched as an opaque screen was pulled out onto the floor in preparation
for testimony from two anonymous witnesses. Known only as “Mr. Car”
and “Mr. House,” they proceeded to speak from behind the screen,
through a voice-modifying device, blowing the whistle on complex
schemes led by organizations that were stealing millions of dollars from
Americans who thought they had made legitimate charitable gifts.

As the mechanized voices echoed through the room, members of the
audience raised eyebrows and exchanged whispers. This, after all, was high
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drama for a hearing on the nation’s charities—the sector that has been
considered, since the days of De Tocqueville, the cornerstone of America’s
altruistic and voluntary spirit.

Indeed, Mr. Car and Mr. House got their names because they blew
the whistle on nonprofit organizations that used the guise of charity to
rip people off. Mr. Car had witnessed the brokering of donated cars to
charitable groups, and Mr. House’s testimony exposed an organization
that helped low-income Americans afford down payments on home pur-
chases. According to Mr. Car, donors assumed they were contributing the
full value of their vehicles but ultimately the charities received less than
10 percent of that amount. The executives Mr. House described issued
contracts to related groups that lined their own pockets with the proceeds.

Mr. Car and Mr. House disclosed two, but by no means the only two,
cases of charitable malfeasance, and members of the Finance Committee
seemed prepared to recommend a sweeping set of legislative reforms to
increase and enforce compliance with regulations, restore public trust and
accountability, and instill strong governance measures across America’s
charitable sector.

By the end of the summer of 2004, charities wondered whether they
were about to be taken to the woodshed simply because a few bad actors
had tarnished their otherwise virtuous sector, or whether the entire char-
itable enterprise had gone seriously astray. There was genuine cause for
concern; although there have always been exceptions, foundations and
other charities have generally served the public good and stayed well
within the boundaries of legal, ethical, and accountable practice. In the
past decade, however, there has been a notable upswing in public atten-
tion to, and regulatory scrutiny of, mismanagement and malfeasance
among America’s nonprofit organizations. The upshot? An erosion of the
public trust that is vested in charities and that is the rationale for their tax
exemption and the corollary tax deduction for charitable donations.

Senate Finance Committee Chairman Chuck Grassley opened the
June 2004 hearing by describing that trust relationship: “Today the Fi-
nance Committee considers a very serious matter: ensuring that charities
keep their trust with the American people. We will hear testimony today
that is troubling, very troubling, suggesting that far too many charities
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have broken the understood covenant between the taxpayer and the non-
profits. That covenant is that charities are to benefit the public good, not
fill the pockets of private individuals.”!

Foundations—a relatively small but influential segment of the non-
profit world—were not exempt from the critique or the purported cure. Fi-
nance Committee members questioned foundations” grantmaking and
accounting practices, executive compensation levels, and trustee governance
practices, and called for foundation-specific reforms at the hearing. On the
heels of the Senate hearing, the Internal Revenue Service announced that
it would investigate executive compensation packages at nearly two thou-
sand charities and audit about four hundred foundations as part of a sweep-
ing effort to heighten accountability and weed out bad practices.”

Other proposed oversight measures also would shake up philan-
thropies. The Senate Finance Committee considered a proposal to have
the IRS review organizations tax-exempt status every five years and have
groups with $250,000 or more in gross receipts submit independent au-
dits of financial statements, and held a second hearing, in April 2005, to
reassess the need for legislative and regulatory action to promote integrity
among nonprofits. Some state regulators reached even further. On Janu-
ary 1, 2005, California’s Nonprofit Integrity Act went into effect requir-
ing all charities to have their boards review and approve “just and
reasonable” executive compensation, groups with gross revenues over
$2 million to have independent audits, and commercial fundraisers to
register new solicitation campaigns with the attorney general.> And in
Minnesota, legislators introduced a bill in February 2005 requiring any
nonprofit receiving state funds and paying employees salaries that exceed
the governor’s compensation ($120,303) to supply the attorney general
with a list of salaries for its three highest-paid staff members. A related
measure would make charities in this category list compensation totals for
their three highest-paid directors, officers, or employees on all fundraising
materials.*

These days, regulators are tracking foundation practices more vigor-
ously as well, and they are quick to punish abusive or unethical practices.
In 2004, in a suit brought by the Texas attorney general, a jury ordered
three leaders of the Carl B. and Florence E. King Foundation to repay, in
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total, more than $20 million to the foundation that they received in
salaries, benefit packages, and other perks.’ In California, the president
of the James Irvine Foundation and his wife repaid the foundation more
than $30,000 for a parting gift that was found to be illegal and to rectify
a self-dealing charge stemming from the wife’s occasional use of Irvine’s
facilities to operate her consulting firm.®

The Nonprofit Sector

The organizations discussed in this chapter are all part of the “third” or
“independent” nonprofit sector of the economy—that is, the sector that
is neither government nor business. Discussion of the nonprofit sector can
be confusing, in part because of the bewildering complexity of the non-
profit sector itself and in part because of the tendency of commentators to
conflate the terms nomprofit and tax exempt with charity. While all char-
ities are nonprofits, not all nonprofits are charities. In fact, the Internal
Revenue Code lists twenty-eight categories of nonprofit organizations that
are exempt from federal income taxes, including social welfare organiza-
tions, trade associations, fraternal organizations, social clubs, and veterans’
organizations, among others. However, only one category of nonprofit or-
ganization—those organized exclusively for religious, charitable (includ-
ing health), scientific, literary, or educational purposes—are charities
entitled to receive tax deductible contributions. (Charities are sometimes
referred to as 501(c) (3)’s after the section of the Internal Revenue Code
that defines them.) This chapter is concerned with charities and to a lesser
extent social welfare organizations, but not the rest of the nonprofit sector.

Most charities solicit funds from and/or provide charitable or educa-
tional services to the general public. This group includes churches, hospi-
tals, colleges and universities, museums, and publicly supported voluntary
organizations, such as the United Way, Red Cross, American Heart Associa-
tion, and American Cancer Society. These organizations are widely known
and for the most part admired in their communities.
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There is a smaller, less visible class of charitable organizations
known generally as foundations, which generally do not provide services
directly to the public, but instead carry out their charitable missions pri-
marily by making grants to other charities. Foundations, as the term is used
here, include private foundations and community foundations. Private foun-
dations can be funded by a small group of individuals or can be corporate
foundations that are funded by and carry out the charitable activities of a
particular company. On the other hand, community foundations manage
multiple funds contributed by multiple donors. Both private and commu-
nity foundations solicit funds and make grants, and most are classified as
public charities by the IRS.

Because private foundations operate largely outside the public eye,
they are less known to the general public than are other charities. A 2003
survey of the public and policymakers conducted by Wirthlin Worldwide
found that when asked to name a foundation, more than half of survey re-
spondents did not know of any or did not respond, and 12 percent named
a publicly supported charity like the United Way or the Red Cross.” How-
ever, because foundation grants are an important source of funds to other
charities, foundations are widely known within the nonprofit sector. This
chapter focuses to a significant extent on the particular role and concerns of
grantmaking foundations and their relationship to government, to the pub-
lic, and to those charities that are the recipients of grants and provide char-
itable services to the public.

For definitions of the technical or legal terms used in this chapter,
see the glossary at the end of the chapter.

—w— Regulatory Action and Philanthropic Reaction

These are but recent episodes in a drama that has been playing out, with
occasional intermissions, for nearly a century. At the 1916 Walsh Com-
mission hearings, which investigated whether foundations held too much
influence over the nation’s economic, educational, and social spheres, some
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critics berated the philanthropic pioneers Andrew Carnegie and John D.
Rockefeller for designating what the appropriate “objects of philanthropy”
should be. Liberal populists, labor leaders, and others believed this was
something the American people, through public institutions, should de-
cide for themselves.®

Over the last forty to fifty years—while the foundation world as we
know it has taken shape—several periods of legislative inquiry have shaken
the stability of the nonprofit sector. Across most all of these inquiries, certain
themes recur: distrust of foundations as private, influential, but unac-
countable pools of wealth; tension over the allocation of funds directly sup-
porting charitable works versus internal administrative costs; and the
appropriate role of foundations and their philanthropic benefactors in pub-
lic policymaking. Indeed, the pattern of legislative and regulatory review
has been cyclical, driven by familiar critiques of charitable organizations
behavior. Two widely held premises have driven the debates over the role of
philanthropy in general and foundations in particular: the expectation that
philanthropists should marshal private wealth to benefit the public good,
and the tax exemptions and deductions that derive from that expectation.

The 1960s and the Tax Reform Act of 1969

The social upheaval of the 1960s presented the backdrop for several grant-
makers to participate in political and civil rights debates. Some founda-
tions—most notably the Ford Foundation, the nation’s largest at that
time—were deeply engaged in fostering social movements, tackling root
causes as well as symptoms of urban poverty and racial inequality. When
Ford gave Cleveland’s Congress on Racial Equality and the Southern Re-
gional Council grant funds to stage voter registration drives, several po-
litical leaders cried foul, charging that a tax-exempt foundation should
not be allowed to use private funds to sway elections. In addition to the
activism of some foundations, the 1960s saw an increase in the sheer
number of foundations. New philanthropies were registered at the rate of
1,200 a year; some disregarded their core public benefit obligation by serv-
ing as little more than tax shelters for the affluent. Representative Wright
Patman, a populist Democrat from Texas, viewed these as untaxed silos
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of private wealth, often established in perpetuity. In 1961, Patman opened
an eight-year probe of foundations. Although the Treasury Department’s
1965 Report on Private Foundations concluded that most foundations
served a beneficial social purpose and did not abuse the tax system, it also
reinforced several of Patman’s concerns: some foundations were used for
improper private gain, had inappropriate business holdings, or stockpiled
money rather than granting it to charitable recipients.

Foundations were on the defensive, and it was unclear how hard Con-
gress would crack down on the field. New regulation could have been sti-
fling: Senator Albert Gore Sr., concerned about perpetuity, wanted to
forbid any foundation to operate for more than twenty-five years. Although
Patman’s legacy, the Tax Reform Act of 1969, stripped away some of the
more drastic proposals such as Gores, it included landmark provisions reg-
ulating private foundation practices. It created a legal distinction between
public charities—often educational institutions, churches, hospitals, and
United Way—type organizations so classified because of their activities or
because they receive a substantial amount of support from the general pub-
lic and government—and private foundations, which do not meet the ac-
tivity or public support test. Most foundations are classified as private
foundations under the Act, although some, such as community founda-
tions, have sufficient public support to be considered public charities.

The Tax Reform Act imposed a series of regulatory restrictions on pri-
vate foundations that do not apply to public charities. Among them were

m Setting a minimum payout level that required a private
foundation to spend a minimum of 6 percent of its assets
or all net investment income each year, whichever was
greater. In 1981, Congress reduced this level to 5 percent
and eliminated the alternate calculation.

m Levying a 4 percent net excise tax—later dropped to
2 percent—on net investment income, including capital
gains. The tax falls to 1 percent if certain requirements
are met.

m Prohibiting lobbying, except for “self-defense” lobbying on
legislative matters that affect the foundation’s legal or tax
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status. Lobbying also does not include broad discussion of
social issues and nonpartisan analysis, study, and research—
work that permits foundations to support or do significant
public policy work.

m Placing strict conditions on voter registration grants, supple-
menting the existing prohibitions on all charities against in-
tervention in political campaigns.

m Barring foundations from holding more than 20 percent
of a business enterprise, including stock in a corporation or
interest in a partnership.

» Instituting a ban on self-dealing, generally defined as direct
or indirect financial transactions between a foundation and
its trustees, officers, donors, and their family members. An
exception permits a foundation to pay “reasonable compen-
sation” for personal services provided to it.

m Prohibiting excessively risky investments.

m Expanding the tax return that foundations must make avail-
able for public inspection.

m Enforcing all of these prohibitions through a series of excise

taxes, so that revocation of the foundation’s tax-exempt sta-
tus is no longer the only penalty available to regulators.’

The 1969 Tax Reform Act remains the most sweeping act of legisla-
tion to affect the nonprofit and philanthropic sectors. Its effects continue
to guide foundations’ behavior in powerful ways to the present day.

The 1970s

With the Tax Reform Act in place, private foundations entered the 1970s
knowing that they could no longer fly unseen under the radar of govern-
ment regulators. A new commission established in 1970 and chaired by
John Gardner, former president of the Carnegie Corporation of New
York, explored how grantmakers could rebuild public trust in their work
and prevent future punitive regulation. The Commission on Private Phil-
anthropy and Public Needs, more commonly called the Filer Commis-
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sion after its chairman, John H. Filer, the chief executive officer of Aetna,
followed soon thereafter. Beginning in 1973, it undertook the task of an-
alyzing both the role of philanthropy in America and the universe of char-
itable, or “voluntary,” organizations that receive foundation funds. Two
years later, Commission members outlined their vision for how charities
and “the practice of private giving” could be improved.

Although it did not lead to new legislation, the Filer Commission
spurred several critical developments within philanthropy. For the first
time, grantors and grantees came to think of themselves as part of the
same overarching, independent sector. Philanthropists and grantees ac-
knowledged their shared strengths, together with their governance and
accountability hurdles. A subgroup of grantees involved in the commis-
sion went on to form the National Committee for Responsive Philan-
thropy, or NCRP, the first watchdog group to monitor the policies and
principles of grantmaking foundations.

Within five years, the legacy of the Filer Commission produced In-
dependent Sector, a central membership and advocacy group for Amer-
ica’s voluntary sector. Independent Sector joined NCRP, the Council on
Foundations (philanthropy’s national trade association), the Foundation
Center (the leading data repository on foundations), other national orga-
nizations in a broader effort to define and promote the value of founda-
tions and other charities in society, and, if necessary, to be the advocates
for the sector’s interests and its tax exemption.

Philanthropies and other charities in the independent sector were be-
ginning to build an infrastructure to promote stronger understanding
among policymakers and the public of their distinct role and impact. While
those who had gone through the battles of the 1960s hoped that such ef-
forts would prevent further regulatory upheaval, sector leaders had learned
that they had better be prepared for future inquiries into their operations.

The 1980s and 1990s

Regulatory attention to private foundations decreased somewhat in the
1980s and 1990s. In the early eighties, the IRS completed an “examina-
tion study” of private foundations and cited high overall compliance with
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federal requirements, prompting fewer audits of funders. Testifying before
the Senate Finance Committee in 2004, IRS Commissioner Mark Ever-
son pointed to this long-standing compliance as a chief reason that regu-
latory audits of tax-exempt groups had been relatively infrequent.'” During
the 1990s, grantmakers primarily rallied around preserving and defending
the advocacy responsibilities and rights of their nonprofit grantees, which
came under assault by some in Congess. In 1995, Oklahoma Republican
Representative Ernest Istook and two other congressmen introduced an
amendment that would have limited the ability of nonprofits that received
federal grants or contracts to use privately raised funds to educate Con-
gress, influence policy, or otherwise speak out on legislation.

Istook amendment supporters framed the issue as one of federally
supported nonprofits misusing tax-exempt public dollars—an injustice to
taxpayers that had to be stopped. A diverse set of funders and charities
rallied around the proposition that advocacy is fundamental to nonprof-
its’ role in American democracy, and that the use of private funds for ad-
vocacy should be safeguarded, not chilled. The Istook amendment failed,
but it served up a strong reminder to nonprofit leaders who may have for-
gotten the precariousness of their regulatory standing,

—w— An Accountability Crisis?
Is Transparency the Solution?

Since 2001, policymakers have been consumed with governance and ac-
countability scandals that cut a wide swath across major American institu-
tions: corporations, government, even the church. The most notorious
offenders are corporate giants whose leaders placed their own interests ahead
of shareholders, employees, and customers. This has shaken public trust in
institutions throughout society; by extension, it is not surprising to see pri-
vate foundations and public charities—those organizations charged with
fostering public good with private means—called to account as well. Paul
Light, a professor of public service at New York University and nonresident
senior fellow at the Brookings Institution, verifies this trend. His research
indicates that confidence in America’s charities nosedived after September
11%, when many Americans disapproved of the way charitable organiza-
tions such as the Red Cross managed the allocation of donations raised in
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response to the terrorist attacks. Confidence levels still stand 10 to 15 per-
cent lower than they did in the summer of 2001."" And, speaking in April
2005 to the Council on Foundations, IRS Commissioner Everson said,
“We see the twin cancers of technical manipulation and outright abuse
that became evident in the profit-making sectors in the 1990s now mi-
grating to too many pockets of the tax-exempt community.”'*

For their part, public charities and private foundations have some-
times offered inviting targets. The press has taken several high-profile
offenders to task. The Washington Post ran an in-depth series on finan-
cial irregularities and conflicts of interest concerning loans and land deals
at the Nature Conservancy, a $3-billion-plus environmental charity. Ex-
perts who deciphered the organization’s tax returns and financial records
called them “confounding” and akin to penetrating a “brick wall.”' Else-
where, the Boston Globe exposed the Paul & Virginia Cabot Charitable
Trust, which reported 2002 assets of $5 million and made an average of
$400,000 in yearly grants from 1998 to 2002 but paid trustee Paul Cabot
Jr. more than $1.4 million. Cabot also used the trust’s funds to cover
mortgage payments on two homes, plus yacht and golf club bills.!* Cabot
was forced to repay more than $4 million to the family foundation under
a deal struck with Massachusetts attorney general Thomas Reilly.

Public suspicion has been fueled by the attitude of many foundations.
Until recently, many managed their affairs in ways that reinforced public
perceptions of them as elite and opaque. They communicated little, if any,
more than was legally required, failed to explain their mission or funding
priorities, and neglected to seck objective appraisals of their grantmaking
results. The field is moving away from this insular stance but foundations
have considerable work to do to inform outside stakeholders of their mis-
sions and persuade them of their effectiveness and integrity.

This remoteness and mysteriousness may partly explain the erosion of
public trust. In March 2004, the Philanthropic Initiative, a consulting group,
held a forum on “Trust and Transparency: Philanthropy as Private Action in
Public Space.” Though participants felt that poor governance and account-
ability performance accounted in part for the loss of trust in philanthropy,
they rated foundations’ lack of transparency as the key contributing factor.”

Transparency has suffered on both sides of the information exchange
equation. Most grantmakers perform poorly when it comes to sharing
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information about their objectives and their results. In 2003, for example,
only 7 percent of the largest 20,000 foundations issued annual reports.'®
Moreover, until recently, there was little media attention to or public de-
mand for news about philanthropy. What coverage there is tends to high-
light alleged scandal or malfeasance, reinforcing the public’s distrust of
foundations. Although the spike in reported abuses might seem alarming,
it still represents a minute proportion relative to the universe of founda-
tions. Dorothy Ridings, who was then president and chief executive ofh-
cer of the Council of Foundations, calls these offenders “a very tiny slice
of foundation activity . . . a very visible, awful slice.”"”

Congress reacted to the spate of turn-of-the-twenty-first-century cor-
porate governance and accounting scandals by passing the Sarbanes-Oxley
Act of 2002. Sarbanes-Oxley mandates all publicly traded companies to
include independent audit committees within their boards, have chief cor-
porate officers certify financial statements, cut out insider loans, and
strengthen whistle-blower protections. Although Congress has not for-
malized Sarbanes-Oxley-like mandates for charities, it seems to be get-
ting close, or at least is encouraging the nonprofit sector to adopt some
of the principles of transparency.

—w— Why the Attention Now?

During the summer of 2003, Congess reviewed foundation payout levels
and administrative budgets as it debated the Charitable Giving Act, H.R. 7.
The booming stock market of the 1990s grew the asset bases of American
foundations considerably, spurring rises in overall grantmaking and in-
creasing the prominence of foundations and their donors. Critics argued
that foundations weren't giving away enough—that the annual mini-
mum payout standard of 5 percent of assets was too low or that admin-
istrative expenses of grantmaking should be excluded from the payout
equation. Watchdogs such as the National Committee for Responsive
Philanthropy and the National Network of Grantmakers said founda-
tions placed too high a premium on increasing and preserving their as-
sets instead of spending more grant dollars to meet society’s urgent needs
today, sparking a vigorous debate about perpetuity and the present and
future value of social investments.'® Yet again, philanthropy was in a hot
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seat not experienced since the days of Wright Patman and the Tax Re-
form Act of 1969.

Although government has always overseen the nonprofit sector of
which foundations are a part, there may be some reasons that regulators
and legislators now appear to be focusing more intensively on this area.
It is partly explained by the fact that the sector is growing ever larger, more
complex, and more diverse, and the range of organizational forms, trans-
actions, and practices that regulators must consider expands accordingly.
In 1987, there were 1.3 million organizations in the entire nonprofit sec-
tor; a decade later, it encompassed 1.6 million, representing a 5 percent
annual rate of increase.!” Roughly half are tax-exempt 501(c)(3) public
charities that file with the IRS.?

The ranks of foundations have ballooned in tandem with the overall
growth of the nonprofit sector. From 1975 to 2002, the number of grant-
making foundations roughly tripled, from 22,000 to 65,000. A statistic
that may better signal their influence—and why regulators are apt to look
more closely these days—is that their collective assets soared from $30
billion in 1975 to $435 billion now.*!

In many areas, the lines among nonprofit, government, and business
are blurring, particularly in fields such as health care and education, where
charities frequently provide services also provided by government and
commercial organizations. Hybrid organizations are more prevalent: some
charities have formed for-profit ventures in one area that can be used to
underwrite charitable services; other public charities provide services that
look much like and compete with those provided by for-profit entities.
These factors contribute, to varying degrees, to the shifting regulatory
landscape that America’s charities must navigate.

Regulating philanthropies has grown more complicated as well. Foun-
dations used to be relatively uniform in type and operations, but now
there are more diverse organizational forms within the field. Along with
traditional grantmaking models, today there are venture philanthropies
that partner so closely with nonprofits that it can get tough to tell where
the funder’s work ends and the grantee’s begins. In health care, where
many nonprofit hospitals and health plans had converted to for-profit sta-
tus, a new breed of health philanthropy arose—the health care conver-
sion foundation. Established with the proceeds from conversions, these
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foundations grew from 81 in 1997, with combined assets of $9.3 billion,
to more than 170 in 2005 with $18.3 billion in assets.”

Donor-advised funds have also emerged as bold new players in phil-
anthropy. Such funds have long been part of community foundations, but
in the 1990s, many donor-advised funds were set up by commercial in-
vestment entities. Fidelity Investments led the way with its Charitable Gift
Fund, and other banks and mutual funds companies have followed suit,
attracting billions of investors” dollars that also flow to charitable causes.
These new commercial donor-advised funds often compete with donor-
advised funds operated by nonprofit community foundations and can be
used by donors to avoid some of the inconvenience and restrictions of a
private foundation. Policymakers are looking closely at whether or how
to further regulate donor-advised funds.

Although this boom, even with the 2000-2003 downturn in assets,
suggests that foundations are thriving as never before, it is precisely this
rise in numbers, influence, and complexity, coupled with reductions in
government spending for social services, that leaves them vulnerable to
claims that they are “unaccountable.”

At present, it is unclear how this current spate of legislative and reg-
ulatory review of charitable practices will shake out. Although some new
requirements may be adopted, policymakers may decide that others are
inappropriate or unnecessary. What is certain, however, is that leaders at
foundations and charities of all sizes, from coast to coast, are feeling the
heat of the spotlight from government and the media, and boardrooms
are abuzz with talk about strengthening accountability and performance
standards.

—w— Philanthropy Responds

This current threat of regulation and legislation has prompted wide-rang-
ing reactions among foundation and other nonprofit leaders. Some view
any increase in government oversight as harmful and too intrusive, and
believe the sector can regulate itself when it comes to public accountabil-
ity.” Others claim it’s high time for the government to put some en-
forcement muscle behind public expectations and that imposing
Sarbanes-Oxley-like requirements would be the best way to ensure that
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charities can demostrate that they are honest, accountable stewards of the
public’s trust. Most leaders, not surprisingly, hold views that fall some-
where in the middle. They recognize that nonprofits must do more to
show that they merit tax exemption and public support because they ful-
fill critical missions, perform valuable services, and adhere to high stan-
dards of performance and accountability. They believe that more effective
regulation can support this goal.

The Council on Foundations, Independent Sector, the National Coun-
cil of Nonprofit Associations, the National Committee for Responsive Phil-
anthropy, and a host of other coordinating organizations have issued a call
for all tax-exempt groups to demonstrate greater transparency, stronger ac-
countability, and more rigorous governance. Though they have always en-
couraged nonprofits to pursue strong, ethical governance, they now frame
these attributes as essential for the survival of charitable organizations in a
hostile regulatory environment. The challenge for many of these organiza-
tions, such as the Council on Foundations and Independent Sector, is that
their membership represents but a fraction of the 60,000-plus foundations
and one-million-plus nonprofit organizations in the United States, and that
they have little power, other than the power of persuasion, over their mem-
bers’ adherence to higher standards of accountability.

In 2004, the Council on Foundations launched “Building Strong
and Ethical Foundations: Doing It Right,” a nationwide governance and
stewardship campaign. It calls upon foundations not only to comply with
government regulations but also to uphold standards that may exceed legal
requirements. It also is releasing a new publication called Principles of Eth-
ical Practice for members and the field. Other national groups working to
improve accountability and performance standards include the Better
Business Bureau Wise Giving Alliance, GuideStar, and the Standards for
Excellence Institute. GuideStar in particular has led the push for online
reporting of charitable records, which vastly improves the accessibility of
financial reports for donors and others. In partnership with the National
Center for Charitable Statistics, GuideStar operates a free database that
allows users to access IRS tax returns for more than a million charities,
including foundations.

Evidence suggests that this sectorwide push for demonstrated ac-

countability may be taking hold. The Center for Effective Philanthropy,
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which surveyed the 250 largest philanthropies in 2004, found that foun-
dation boards across the country were revisiting and fortifying governance
practices. Two-thirds have discussed governance in the wake of recent cor-
porate scandals and media attention to foundation operations, and 34 per-
cent have approved changes.”> Many of these changes involve foundations
posting information on their Web sites—their tax returns, conflict of in-
terest policies, codes of ethics, administrative expense ratios, even execu-
tive compensation schedules. This is meaningful progress.

Regional nonprofit and donor associations also are propelling im-
provements in governance and transparency. The Forum of Regional As-
sociations of Grantmakers joined with PriceWaterhouseCoopers and the
Charles Stewart Mott Foundation to publish no-nonsense guides to help
funders submit more accurate and consistent tax returns to the IRS. They
hope not just to drive up compliance rates but also to motivate grant-
makers to use these forms as information tools that provide clear, usable
data to the public and the press.?

Improving the quality of data reporting is no small feat. The Inter-
nal Revenue Service claims that paper filings of IRS Forms 990 and 990-
PF show error rates of roughly 35 percent, including faulty, missing, or
inconsistent data.”” The Form 990-PE, which private foundations are re-
quired to file, lacks uniform standards and common definitions for re-
porting expenses. For instance, it does not allow funders to segregate those
“administrative” expenses—such as staff-provided assistance to grantees,
evaluations of grant programs, Web sites, and the production of an an-
nual report—that promote effective and transparent philanthropy. Inde-
pendent Sector’s president, Diana Aviv, testified at the Finance Committee
hearings that the existing forms “fall woefully short of providing a clear,
useful tool for the public, for regulators, and for nonprofit practitioners.”

Regulators, meanwhile, are too poorly coordinated and underre-
sourced to monitor charities’ compliance effectively. Reviewing 990s for
inaccuracies and other red flags has largely been beyond the reach of na-
tional and state regulators. The IRS Exempt Organizations division has
lacked adequate staff and funding to police nonprofits. At the state level,
oversight is even spottier. To further complicate matters, the tax code pre-
cludes state and IRS regulators from sharing information and collaborat-
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ing on charity investigations. Although there was some momentum within
the field to improve 990s prior to the Senate hearings, Independent Sec-
tor, foundation groups, and IRS officials are pressing ahead now with
greater urgency to make them clearer, more transparent, and easier to file.

In September 2004, the Senate Finance Committee summoned In-
dependent Sector to convene an independent national panel to recom-
mend to Congress steps to “strengthen good governance, ethical conduct,
and effective practice of public charities and private foundations.” Paul
Brest, president of the William and Flora Hewlett Foundation, and Cass
Wheeler, CEO of the American Heart Association, lead this group of
twenty-four charity and foundation executives, which looks like a fast-
track version of the Filer Commission, which played such an important
role in revamping the sector’s practices in the 1970s. In June 2005, the
Panel on the Nonprofit Sector issued its final recommendations to Con-
gress to fortify accountability, transparency, and governance outcomes
across America’s nonprofit sector. While watchdog groups such as NCRP
faulted the panel for recommending little more than stepped-up self-
regulation, several key panel recommendations may hold promise for
shoring up oversight of and confidence in nonprofits and foundations.
Most notably, the report calls on Congress to allocate more resources to
effective tax enforcement for and tracking of nonprofit groups and to ap-
propriate federal dollars that help states do the same. It urges charities to
disclose executive and trustee compensation levels and to keep those lev-
els “reasonable,” form clear conflict-of-interest and travel expense poli-
cies, be independently audited if annual revenues top $1 million or have
a financial review performed by an independent accountant if they take
in more than $250,000 but under $1 million, and require that at least
one-third of all governing board members be independent. To improve
foundation reporting, the panel calls for 990-PFs to draw bright, clear
lines between grantmaking expenditures, program-related activities, ad-
ministrative costs, and investments.”

The Senate Finance Committee is taking the more than one hundred
suggestions of the panel under consideration as it weighs whether enhanced
self-regulation by nonprofits and foundations will be sufhcient to restore
public confidence or if more legislative or regulatory guidance is needed.
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—x— The Robert Wood Johnson Foundation:
How One Foundation Tackles the
Accountability Challenge

In 1972, at the time the Robert Wood Johnson Foundation emerged as
the nation’s second-largest foundation, its sheer wealth made compliance
with the 1969 Tax Reform Act a top priority. Foundation staff members
immediately scrambled to develop policies and programs to get its first
year’s mandated payout—approximately $45 million—out the door.
Executives soon sold off some Johnson & Johnson stock to meet the 20
percent ownership ceiling. At that time, they also worried about real or
perceived governance conflicts; after all, Johnson & Johnson executives
occupied half of the board seats. Gustav Lienhard, then the Foundation’s
president, delineated clear boundaries between Foundation and Johnson &
Johnson operations, making it clear to the Foundation’s staff, Johnson
& Johnson, and external audiences that it was not the philanthropic wing
of the corporation. The Foundation’s leadership recognized that trans-
parency and public accountability needed to be core operating principles
in order to gain the trust of health leaders and public policymakers re-
quired to carry out its mission.

Though that initial urgency has dissipated over the years, Founda-
tion leaders have continued to inculcate the founding board’s belief that
accountable management and effective governance demand persistent, de-
liberate effort. Trustees and executives regularly probe whether the Foun-
dation is sufficiently rigorous in meeting performance and accountability
benchmarks, and insist on a process of ongoing improvement. Such ef-
forts help the institution to understand how well it is fulfilling its mission
and demonstrating accountability to various stakeholders.

Board Governance

From the Robert Wood Johnson Foundation’s earliest days, the board has
met its fiduciary obligation, overseeing the Foundation’s funds, policies,
and practices entrusted to it for the benefit of the public. The Founda-
tion’s leadership is attentive to board composition; although it made sense
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in 1972 for Johnson & Johnson executives, who could channel Robert
Wood Johnson’s charitable interests, to occupy half of all board seats,
today the proportion of those with ties to the company is about one-quar-
ter. More important, trustees bring the financial management expertise,
health and health care leadership, and policy perspectives needed to shape
the Foundation’s direction.*

One of the board’s long-standing priorities has been to monitor the
Foundation’s performance in meeting its grantmaking objectives and re-
sponding to immediate and long-term issues in health and health care.
Since 1992, one of the four annual board meetings has focused on as-
sessing the Foundation’s performance and accountability.

The Foundation’s leaders have adopted data-driven tools to capture
how well it serves the needs of various stakeholders. According to the Cen-
ter for Effective Philanthropy, which published a case study on perfor-
mance assessment at the Robert Wood Johnson Foundation, trustees and
staff invest in assessment mechanisms that return a balanced, if imperfect,
picture of the Foundation’s performance and how well it addresses essen-
tial questions such as, What are we trying to accomplish? What are the
results? How can we adjust goals to enhance impact?!

Administrative Cost Structure

For the past decade, the Foundation’s administrative expenses, including
compensation of staff, have typically fluctuated between 9 and 12 percent
of its total costs of grantmaking. Because of the limitations of the IRS
Form 990-PF that private foundations must file, most nongrant payments
must be reported under the broad category of “operating and adminis-
trative expenses.” Thus, the costs of certain major programs that are
funded under contracts—such as the Covering Kids & Families campaign,
a nationwide effort to promote the enrollment of eligible low-income chil-
dren in governmental health insurance programs; the Center for Study-
ing Health System Change, which tracks trends in the delivery and cost
of health services and informs decision makers about them; and a broad-
based national education campaign to improve end-of-life care in Amer-
ica—are considered by the IRS as operating and administrative expenses.
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Even though they are reported as “operating and administrative expenses,”
contractual arrangements such as these are viewed by Foundation board
members and staff as efficient means of improving health and health care.

That said, the Foundation is working to cut back on administrative
expenses by closely managing travel costs, trimming the use of consul-
tants, and streamlining processes across departments. Given its breadth
of operations and its commitment to providing technical assistance to
grantees, however, it is unlikely that the Foundation will find itself on the
lower end of the administrative cost scale anytime soon.

Evaluation and Communications: Assessing and
Reporting Successes, Failures, and Lessons Learned

The Robert Wood Johnson Foundation has been evaluating grants and
programs for almost as long as it has funded them. National initiatives,
as a general rule, are evaluated by outside experts, ranging from leading
academicians to staff members of research firms to experienced health care
practitioners. Evaluators are given wide latitude to select state-of-the-art
methods and to come to independent conclusions about impact. Two ra-
tionales motivate the Foundation’s work in this area: evaluation informs
key decisions to improve health and health care for Americans, and it
helps the Foundation shape future programs.

In addition to formal program evaluations, the Foundation assesses
impact through three other approaches: (1) the annual Robert Wood John-
son Foundation Anthology, which synthesizes findings from the Founda-
tion’s grantmaking areas, (2) Grants Results Reports, which summarize
findings from specific grants and national programs, and (3) a perfor-
mance appraisal system, which tracks the Foundation’s progress in meet-
ing its short-, medium-, and long-term objectives.

The Foundation also seeks to get a fuller, clearer picture of the impact
and the quality of its work by asking internal and external audiences a fun-
damental question: How are we doing? Answers to that core question come
through a variety of channels, primarily from its annual “scorecard.” In ad-
dition to containing case studies and performance measures designed to
show progress, or lack thereof, toward reaching the objectives established
by the Foundation, the scorecard also asks key constituents for their as-
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sessment of whether the Foundation is focusing its programs on the right
issues and whether it is effective. It asks grantees, potential grantees, and
applicants whose proposals were turned down how fair and responsive the
staff is to applicants and grantees and whether policymakers, opinion lead-
ers, and journalists know about the Foundation and find its work useful.
It also asks staff members what they think of the Foundation as a place to
work. Each July, the Foundation’s trustees use the scorecard to assess or-
ganizational performance and to set goals for the institution.

In 2004, the Foundation complemented its own survey by asking the
Center for Effective Philanthropy to conduct an in-depth analysis of its
performance and responsiveness through the eyes of its grantees. The Cen-
ter for Effective Philanthropy compared responses from 200 of the Foun-
dation’s grantees with those of more than 3,500 grantees of twenty-nine
other foundations. The Foundation rated relatively poorly in customer
satisfaction, fairness and responsiveness, clarity of funding priorities, and
grantee selection criteria. In a commentary e-mailed to national program
directors, the Foundation’s president and CEO, Risa Lavizzo-Mourey,
called the findings “sobering, to put it mildly.”

The results from the Center for Effective Philanthropy survey have
driven an intense examination of the Foundation’s internal grantmaking
and administrative processes. In 2004, the Foundation initiated a top-to-
bottom review of its grantmaking practices to remedy many of the prob-
lems that had been identified, align them more closely with the
expectations of the field, and be clearer in communicating about program
objectives. These are essential steps in the Foundation’s continuing quest
to be a more effective and accountable philanthropy.

The Foundation not only evaluates its programs, its grantmaking, and
its staff’s performance; it also places high priority on communicating with
the field, policymakers, and the public. It publicizes not just the glowing
successes but also the disappointments and everything in between, sharing
lessons from each outcome. Outcomes and results are shared through the
Anthology, Advances (the Foundation’s quarterly newsletter), the Annual
Report, special reports, a new Web-based research center, and Grants Re-
sults Reports. At present, there are approximately 1,400 reports on projects
and more than sixty reports on national programs posted on the Grants
Results Reporting section of the Foundation’s Web site.
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The Foundation has learned that evaluation and communications
work hand in hand in fostering greater transparency and driving social
change. Over time, the Foundation has placed a high priority on strategic
communications. Communications are an integral part of the Foundation’s
grantmaking approaches, and communications strategies sometimes form
the crux of grant programs that foster Foundation goals, such as promot-
ing access to health care (the Covering Kids campaign) or reducing harm
caused by substance use (the Campaign for Tobacco-Free Kids). In 2004,
communications grants made up roughly 19 percent of the funds awarded
by the Foundation. The Foundation also helps grantees build their out-
reach capacity so that they may communicate the results of their work ef-
fectively to key audiences.*

In addition to advancing the Foundation’s grantmaking practice and
performance, the way in which it combines evaluation and communica-
tions also provides tangible evidence of the Foundation’s commitment to
be accountable and transparent. It informs the efforts of those working
in health, health care, and social change, and in a wider sense provides a
base of evidence for policymakers, the media, and the public increasingly
secking proof that public charities and foundations add value to society.

—w— Closing the Performance and Perception Gap

Private foundations are unique: they command tremendous financial re-
sources intended for the public good, yet they typically are unconstrained
by the accountability systems that drive government, the financial bot-
tom line of commercial enterprises, and the need for funds or the com-
petition for service recipients that increasingly motivates other types of
charitable organizations. Peter Karoff, a consultant, calls American phil-
anthropy “the largest pool of private capital available in the world that is
free from the constraints of governments or the marketplace.”
Foundations and other charitable organizations seem to be at a cross-
roads. All signs suggest that the accountability bar has been raised; it is now
their responsibility to figure out how to clear it. In 2003 and 2004, Con-
gress teetered at the edge of passing new laws to force charities to adhere to
more stringent governance and accountability standards. California and
Massachusetts already have enacted tougher reporting requirements, and
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other states and the federal government may follow their lead. The potential
is there for such measures to constrain the way nonprofits do their work;
for small charities in particular, they can pose backbreaking compliance bur-
dens. Clearly, if foundations and other charities fail to strengthen their gov-
ernance practices and their accountability, they face the unpalatable prospect
of government imposing them from outside.

Regardless of how policymakers ultimately address this dilemma, the
move toward stronger standards of ethics, accountability, transparency,
and governance will have beneficial long-term outcomes for foundations.
Philanthropy is likely to grow at a fast pace; researchers predict that the
economy will be infused with $41 trillion in new wealth over the next
fifty years, coming primarily from the estates of aging baby boomers.*
This influx holds great promise for expanding Americans philanthropic
giving and enhancing the impact of the foundation sector. If this growth
is marked by sustained emphasis on accountability, foundations should
emerge as stronger organizations that enjoy public support for their role
as stewards of private wealth for public good.

Glossary

Form 990: The annual tax return that tax-exempt organizations with gross
revenue of more than $25,000 must file with the IRS. The Form 990 also
is generally filed with the appropriate state offices. This return includes in-
formation about the organization’s assets, income, operating expenses,
contributions, paid staff and salaries, names and addresses of persons to
contact, and program areas.

Form 990-PF: The annual information return that must be filed with the
IRS by private foundations and nonexempt charitable trusts that are treated
as private foundations by the IRS.

Foundation: A nongovernmental charitable nonprofit corporation or trust
with funds and a program managed by its trustees or directors, established
to further social, educational, religious, or charitable activities, often by
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making grants. A private foundation receives its funds from, and often is
controlled by, an individual, family, corporation, or other group consist-
ing of a limited number of members. In contrast, 2 community foundation
receives its funds from multiple donors and is classified by the IRS as a
public charity.

Independent sector: The portion of the economy that includes all
501(c) (3) charitable and 501(c) (4) social welfare tax-exempt organiza-
tions as defined by the IRS, including all religious institutions (such as
churches and synagogues). The independent sector is also referred to as
the “voluntary sector,” the “nonprofit sector,” and the “third sector.”

Nonprofit: A term describing a charitable trust or a nonprofit corporation
that has no shareholders or other owners and that does not distribute div-
idends or other earnings. A nonprofit organization’s income is used to sup-
port its operations. Nonprofit organizations that are included in the
definition of the independent sector are nonprofit, tax-exempt organiza-
tions that are included in sections 501(c) (3) and 501(c) (4) of the code.

Payout requirement: The Internal Revenue Code requirement that all pri-
vate foundations, including corporate foundations, pay out annually in
grants and related expenditures the equivalent of 5 percent of the value of
their investment assets.

Public charity: The largest category of 501(c) (3) organizations, which serve
broad purposes, including assisting the poor and the underprivileged; ad-
vancing religion, education, health, science, art, and culture; and protecting
the environment, among other purposes. A charity qualifies as a public char-
ity by virtue of its activities or broad public support. Churches, educational
institutions, and hospitals are considered public charities based on their ac-
tivities. Other public charities, such as United Way—type organizations or mu-
seums, qualify by receiving a substantial part of their income, directly or
indirectly, from the general public or from government sources. The public
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support must be fairly broad and not limited to a few individuals or families.
Charities that do not meet the activity or public support tests are known as
private foundations under Section 509(a) of the Internal Revenue Code.

Section 501 (c) (3): The Internal Revenue Code section that defines tax-
exempt organizations organized and operated exclusively for religious,
charitable, scientific, literary, educational, or similar purposes. Contribu-
tions to 501(c) (3) organizations are deductible as charitable donations
for federal income tax purposes. These organizations make up a large part
of the independent sector.

Section 501 (c) (4): The Internal Revenue Code section that defines tax-
exempt organizations organized to operate as civic leagues, social welfare
organizations, and local associations of employees. Contributions to
501(c) (4) organizations are not deductible as charitable donations for
federal income tax purposes. Section 501(c) (4) organizations are con-
sidered part of the independent sector.

Tax-exempt: A classification under Section 501(c) of the Internal Revenue
Code for qualified nonprofit organizations that excludes their income from
federal income tax. There are twenty-eight categories of tax-exempt enti-
ties; 501(c) (3) and 501(c) (4) organizations are two of them. Although
private foundations, including company foundations, are tax-exempt, they
must pay a 1 or 2 percent excise tax on net investment income.

Excerpted from Independent Sector and the Urban Institute. The New Non-
profit Almanac and Desk Reference. San Francisco: Jossey-Bass, 2002.

Brought up to date by the general counsel’s office of the Robert Wood Johnson
Foundation.
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