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Using a 1998 Report by the Ingtitute of Medicine of the National Academy of Sciences (IOM, 1998) as
agpring board, my task isto describe interests and inititives a the federd leve inthe U.S. in the areas of
summary measures of population hedth (SMPH). By itsdf thisis hardly astraight forward assgnment, in
large part because U.S. effortsin data collection are heavily decentrdized and no single government entity
acts as arepogtory that collects information on the many initiatives underway at any giventime. In addition,
for reasons that are explored further within this paper, federally sponsored inititives in the U.S. that
measure health based on salf-reported hedth status, functiond status, disability, or hedth-related qudity of
life typicaly do not make use of SMPH, asthey are defined in the IOM and the WHO Annex.3 report.

Both reports describe SVIPH as indicators that integrate information on mortality and morbidity into a
anglemetric (IOM, 1998). Summary measures of populaion hedth include: hedlth-adjusted life expectancy
-- an umbrdlaterm that covers disability adjusted life expectancy and quaity-adjusted life expectancy --
and hedthy and active life expectancy.

Given its wedlth and diproportionately large investment in the hedlth arena, the received wisdom is thet the
U.S. lags behind many other developed countriesin crafting and disseminating a coherent st of work in this
area.  Although thereis no systematic way to address that perception, it seems reasonable to explore the
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work and needs of federal agencies who have invested in the development of SMIPH and others in this
family of measures. Further, reviewing their application to differing policy questions may shed some light
on the difficulties in developing common measuresin the U.S.

First, some brief background. The IOM 1998 report emerged from atwo day meeting of methodologidts,
ethicigts and policymakers which was convened in Washington in late 1997. The purpose of the
Department of Hedlth and Human Services (DHHS) funded project was to provide guidance on future
directions for the development and application of summary measures within the U.S. This rdaively low
budget project was fast-tracked, in large part to respond to interest within DHHS in gaining guidance for
deveoping the next iteration of the “years of hedthy life’ measure - a summary measure thet had been used
over the decade of the 1990's to provide tracking for an overarching god of Healthy People 2000
“Increase Y ears of Hedlthy Life for All Americans’ (DHHS, 1990). Immediately following the workshop,
a saven member committee drawn from experts in public hedlth, ethics, policy andys's and measurement
development met to draft recommendations for steps that could strengthen the credibility and utility of
SMPH.

Maor recommendations from that report included:

1. Inititeaprocess of andyssand discusson to (a) daify the ethical assumptions and value judgments
embedded in different measures of population hedth and (b) assess the critical ethical and policy
implications of differing designs, implementation approaches, and uses of these measures.

2. Creste aprocessto establish sandards for population health metrics and to invetigate the vaue and
practicality of a compatible set of summary measures of population hedlth that could be used for
different descriptive and decision making purposes.

3. Invest in the education and training of public hedth and medical professonds to promote their
understanding of the interpretation and appropriate use of summary measures of population hedth.

Asis often true with reports which take on complex topics without furnishing sufficient resources or time
to gain buy-in and ownership, no formaly mandated Department-wide initistive has come from this
document. The report itsdf lacked sufficient specificity to provide the NCHS with assistance in creeting
anew drategy to track years of hedlthy life for the next decade. Despite afollow up expert meeting held
by NCHS in 1998, the Hedlthy People 2010 document dropped any explicit tracking method for summary
measures. This isnot to say, however, that the IOM report went unremarked, or that work is not moving
forward in other venues.

In April of 2000, the Interagency Working Group on Summary Measures of Health was convened. A
Nationd Ingtitutes of Hedlth (NIH) response to a Congressiondly mandated 1998 IOM study that advised
NIH to strengthen its “analysis and use of hedlth data such as burdens and costs of diseases, and of data
on the impact of research on the health of the public’ (IOM, 1998) provided the direct impetus for the
formation of thisad hoc group. NIH, inturn, held ameeting in June of 1999 to review different measures
of burden of illness and to consder how they might inform the setting of research priorities. Aware of other
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federal hedth agencies with interests and/or portfolios in this area, the NIH turned to the Centers for
Disease Control and Prevention (CDC), the National Center for Health Statistics (NCHS), the Agency
for Hedthcare Research and Quality (AHRQ), the Health Care Financing Adminigtration (HCFA), and a
number of other agencies, to request their participation in an inter-agency working group which would
serve as avehide for idea exchange and exploration of common interests in this area of measurement. The
group, which is chaired by the Director of the NCHS, was convened in the context of shared interestsin
exploring summary messure of population hedth thet could inform hedth policy and research priority setting.

In addition, aware of internationa efforts to develop and refine these measures, this working group was
established to provide a forum in which to explore competibility between different messures at the State,
loca and internationd levels. The differing objectives and range of activities of the agencies represented
by this group are extensive however, and there is no explicit goa for the production of aforma report or
drategy planin thisarea.

An orientation to the structure of the Department of Hedth and Human Servicesislikdly to be useful to an

understanding of the work that is underway in different parts of the federd infrastructure.  Figure 1
delineates the DHHS gructure; agencies with explicit portfolios in population hedth status are highlighted.

Figure 1. Structure of Department of Health and Human Services
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The Department has two mgor arms that are of relevance to this discusson. The Hedlth Care Financing
Adminigration (HCFA) administers the Medicare program, which provides insurance for the aged and
disabled, and the federa component of the Medicaid program, which provides health insurance to low
income persons. The Public Hedlth Service (PHS) houses the remaining federd agencies with hedth and
hedlth care portfolios. Overarching Departmentd policy making is coordinated through the Office of the
Secretary of Health and Human Services.  Within the PHS, the NIH receives the largest budget ($17.8
billion) TheNIH research portfolio ranges from bench science to dlinicd trids to epidemiologic studies.
The gpproximately 25 inditutes of the NIH are primarily arranged around particular clusters of diseases,
with some notable exceptions such asthe Nationd Inditute on Aging. The Centers for Disease Control and
Prevention (CDC), with 11 centers and an annud budget of $3.2 hillion, is the lead federa agency for
promoting health and qudlity of life and preventing and controlling disease, injury and disdbility. The
National Center for Hedth Statistics (NCHS) is the arm of the CDC respongble for monitoring and
reporting hedth statistics for the nation. The Agency for Healthcare Research and Quality (AHRQ) isthe
hedlth services research entity within the PHS, from which clinical guiddines, qudity initiatives, outcomes
research and economic analyses are created through a combination of intramura and extramura research.
The budget of AHRQ is under 200 million dollars. Although a number of other PHS agencies, including
the Hedlth Resource and Service Adminigration (HRSA), the Substance Abuse and Menta Hedlth Services
Adminigration (SAMHSA) and the Food and Drug Adminigration (FDA) have end user interests in
population health measures, these agencies do not have mgor developmenta or implementation activities
underway.

The Socid Security Administration (SSA) is a freestanding federa agency that administers and provides
payments to beneficiaries for Old Age Survivors and Disability Insurance (OASDI). Annud insurance
distributions to recipients of this program tota 375 billion dollars. Approximately 20 percent of the
digributions are to disabled persons. Non-means tested disability paymentstota closeto 50 billion dollars;
an additiona 30 hillion is digtributed in the means-tested Supplemental Security Insurance to dissbled
persons of low income.

A Sampling of Agency Activities

The following information draws on a recent series of telephone interviews with program directors and
methodol ogists from the DHHS and the SSA aswdl as from materids developed by the Office of Science
Policy at the NIH and the Office of the Director, a the NCHS (NIH, 2000). A summary of this
information isinduded in Table 1. The intent of the descriptions below isto illudirate the different types of
usesthat population hedth information is put to within the agencies described. An effort is made to provide
ingght as to how the measurement field is viewed from the vantage points of entities that have differing
policy and research objectives. Any editorid content is particular to the individuds interviewed and is not
intended to represent officia agency policy. Findly, these interviews represent a convenience sample of
agency interests and are not intended as an exhaudtive overview of DHHS and SSA work.



The National Institutes of Health

Although there is substantid commitment to the study and development of summary mesasures within the
Office of Science Palicy within the Office of the Director of the NIH, interest and investment at the Indtitute
level isidiosyncratic and generaly sparse. Mogt of the extramura work that is sponsored by the NIH is
investigator-initiated and it is the research community that determines outcome and summary measures that
areincdluded indinicd trids. In generd, inditutes of the NIH are quite parochid in their intereds. Because
the indtitutes are invested in specific types of illnesses, hedth status measures that are sengtive to and most
sharply reflect changesin these ilinesses are regarded most highly. Very little work is done with SMIPH,
per se.

Indtitutes with interests in health status measures include the National Cancer Ingtitute (NCI) which has
ubgtantial commitmentsto clinicd trids, and isworking to develop responsive outcome messures for use
in assessment of trestment effectiveness, qudity, and codt-effectiveness. The NCl is committed to fostering
the development and dissemination of cancer-specific summary measures of hedlth, aswell asin exploring
which generic measures of hedth status may be suited to more generd policy uses. The Nationd Eye
Inditute and the Nationd Inditute of Mentad Hedth (NIMH) dso support investigators use and
development of disease-gpecific indruments. NIMH investigators utilize the SF 36, but the generd sense
of the menta health services research community gppearsto be that generic measures of hedth status lack
aufficient sengtivity and specificity for their purposes. The Nationd Indtitute on Aging (NIA) has along
history of supporting work with measures of functiond status, disability, quaity of life and well-being,
perceptions of well-being, vauations of chronic disease Sates and hedth preference in the context of dinica
work. For example, in collaboration with the NCHS, the NIA co-sponsored the Study on Aging (LSOA),
alongitudinaly followed sample of 16,148 person 55 years and older living in the community. A tota of
four interviews were conducted from 1984 to 1990 and gathered information about limitations of activities
(long term) redtriction of activities (short term), and chronic conditions and impairments.

Both NIMH and NIA fund and/or conduct surveys of population health that are used for epidemiologica,
as well as clinica research. Each has invested in the Globa Burden of Disease project in pursuit of
developing apalicy toal that is useful to their interests. Nationd Indtitute on Aging policy interestsinclude
economic impacts of disability, tracking disparities in disability in different sub populations, and charting
overdl changes in disgbility. The NIMH perception is that the disability-adjusted life year (DALY)
portrayd of the burden of psychiatric illness has been useful in garnering attention to mental hedlth issues,
but that methodologists and program directors lack confidence in the accuracy of the estimates. The
Nationa Ingtitute of Alcohol Abuse and Alcoholism (NIAAA) and the Nationd Ingtitute of Drug Abuse
(NIDA) has contributed to the development of the WHO Disability Assessment Schedule Il (WHODAS
[I) ingrument, which is felt to provide potentid for utility in domains of both physica and mentd hedlth.



The Centers for Disease Control and Prevention

The Office of the Director of CDC hasindicated Sgnificant interest in SMPH. Asthe “prevention” agency
for the U.S., with along track record in surveillance and epidemiologic inquiry, CDC is committed to
incorporation of SMPH into regular information tracking and reporting efforts. Historical methods for
tracking population hedth such as Years of Productive Life Lost (YPLL) are seen as inadequate to
disability-related surveillance and evauation activities associated with chronic diseases. In addition, CDC
conducts and supports economic analyses, including cost-effectiveness anayses, which require use of
SMPH. A number of initiatives are currently under way within CDC, some of which are noted below.
Activities of the National Center for Statistics are not reviewed here.

The Nationd Center for Chronic Disease Prevention and Health Promotion (NCCDPHP) has implemented
aBurden of Disease and Injury project in order to quantify the burden of premature mortdity and disability
by individua hedlth conditions, race, sex, and by state. The project isintended to look at the contribution
of sdected risk factors to disease and injury burden, and to develop a policy modd that alows
prognogtication of the contribution of various illnesses and risk factorsin the future. DALY s are being used
in this effort, which is partnered with the Burden of Disease Unit a& Harvard and with WHO. Other CDC
efforts that use DALY's include a study of the Burden of Disease a Generd Motors, run through the
Epidemiology Program Office (EPO). CDC has dso asssted Los Angeles County in usng DALYsto
explore burden of disease in Los Angeles.

Divisgons within NCCDPHP make use of QALY s for conducting cost-effectiveness andyses. Hedlth-
related qudlity of life is messured non-uniformly within these sudies The Agency for Toxic Substances and
Disease Registry also uses QALY S as part of a broader effort conducted with the National Center for
Environment to develop a comparative risk framework for evauating risks associated with drinking water
treastment decisons.

Also located within the NCCDPHP in the Divison of Adult and Community Hedth are activities related
to the CDC-devel oped Hedth-Reated Qudlity of Life Measure. Developed in the early 1990's, afour item
measure has been included as part of the Behaviora Risk Factor Survelllance System (BRFSS) core since
1993. The BRFSS is a state-based telephone survey of the adult civilian, non-inditutionalized U.S.
population. Ten additional questions were developed for optiond inclusion as of 1995 and vaidation
studies of the 14-item set have been conducted using the SF 36, the QWB, and morbidity and mortdity
outcomesin various generd and specid populations. Theitems are not designed to be aggregated into a
summary score, dthough a* hedthy days’ summary index combines responses from the 2 globa physicd
and menta hedlth questions. Over amillion adults have completed the core questions and as of 2000 they
have been included in the NCHS administered Nationa Hedth and Nutrition Examination Survey
(NHANES). The HRQOL measure has a0 been used in other national samplesincluding populationsin
Norway, Sweden and Romania. The measure is intended to help support State and loca data needsin
tracking years of hedthy life and hedth digparities within the Hedthy People 2010 initiative (DHHS, 2000).



An interna “Burden of Disease Workgroup” has recently issued recommendations to CDC leadership
cdling for the creation of an office within CDC that could coordinate efforts to promote agency-wide
capacity regarding SMPH, encourage collaborations with other partners and provide training internally.
(CDC, 2000)

Agency for Healthcare Research and Quality

Summary measures are used in AHRQ sponsored research in qudity, in outcomes and in economic
andyses. Supporting work on methodology deve opment in hedth services reseerch is centrd to the misson
of the agency. AHRQ has funded work correating the Quality of Wel Being (QWB) ingrument with the
SF 36, preference assessments for specific diseases, and the Child Hedlth and 1liness Profile. Mogt of its
funded studies are clinical, however, and issues of responsiveness to change and sengitivity are centra to
measure choice. Thedominant generic hedth status measure being used by investigators is the SF12/SF36,
athough some studies have used HUI, EQSD and the QWB. An estimated five to ten percent of Agency-
sponsored research supports health status measures, ether as outcomes or in methodology devel opment.

The AHRQ fidlds the Medica Expenditures Pand Survey (MEPS), a survey that assesses issues of cost
and quality in a nationally representative sample of 20,000 adults. Earlier iterations of the MEPS have
included the SF 12. This year the EQ 5D has been added, in an effort to provide a SVIPH that could be
used in cost-effectiveness andyses and could be digned with other internationa efforts. The agency has
received a least one investigator-initiated proposd that seeksto collect EQ 5D preference weights for the
U.S. population. An additiond policy- relevant application for the EQ 5D is to furnish a mechanism by
which clinical information regarding hedth status can be mapped to with population based information,
alowing comparisons to be made between outcomes of different types of interventions.

Health Care Financing Administration

The Medicd Hedth Outcomes Survey (HOS), a sdlf-administered mailed survey that samples 1000
Medicare beneficiaries in each of 308 hedth plans is directed by the Office of Clinicd Standards and
Qudlity of the Hedlth Care Financing Adminigtration. The survey isintended to provide plan comparisons
to bendficiaries seeking plan performance information, for interna use by plans for quality improvement, for
monitoring plans and setting plan performance gods, and to provide data for applied research and andysis
based on specific topics of interest. The HOS, which uses the SF 36 asiits core, isin its third year of
fidding. Thefirg two years (1998 and 1999) were used to establish basdines within cohorts who will be
assesed every two years for follow up.

Social Security Administration
From 1989-1994 there was a 65 percent growth in payments of Socia Security Disability Insurance

(SSDI) (from $23 to $38 hillion) to beneficiaries who had increased by 40 percent. During that same
period, dramatic trendsin digibility for the Supplemental Security Income (SS1) were dso seen. Disabled
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SSl recipients rose from 2.1 million in 1989 to 3.2 million in 1994. In response to a shortfdl for the DI

Trugt Funds, Congress requested information that would better inform SSA of trends and factors that were
likely to bear on the future of SSA programs. Funded initidly at $40 million, the National Study of Hedlth
and Activity (NSHA) is seen as critica to making informed decisions about future needs of the SSDI and
SS| programs.

The NSHA is collecting hedth, employment, income and socid/family data on anationaly representetive
sample of 5500 persons through self-reports, medical examinations and medica records. The find sample
will be drawn from two initid screens, the first of which involves gpproximately 100,000 households drawn
from the civilian non-inditutionaized U.S. population. Information collected from this screen will divide
respondents into four study groups: persons who receive disability benefits, non-beneficiaries likely to be
severdy dissbled, non-beneficiaries who are less severdy disabled, and non-impaired/dightly impaired non-
beneficiaries. A 10% sample of this group participates in a comprehengve survey of questions on
employment, education, hedth insurance, income and program participation. Self-reported questions
piloted within the first stages of this study included ADLS, functiona status, mental health function, SF12
and some items adapted from the WHO DASII. In order to determine the pool of potential digibles,
NHSA will combine saf-reported information from the comprehensive survey, information from the NSHA
medica examination, and medica records from the preceding three years, to creste Smulated SSA disability
folders for each of the 5500 participants. Examinerswill be asked to make disability determinations based
on the medica information in the smulated folders. Those subjects deemed disabled by examiners will
make up the pool of personswho are potentidly digible and /or currently qualified to receive bendfitsin the
event of job loss or other provocation for an gpplication for SSA disability benefits.

The NHSA isdesigned to dlow SSA to forecast the number of beneficiaries within the pipeline. Asaside
product of its own needs, the NSHA is aso expected to provide an extensive database for disability
researchers.

Aligning Surveys: Opportunities for Increasng Comparability - A Tde of Two Policy Needs

Two federd policy making entities have had occasion to forecast the economic implications of caring for
and paying for dissbled Americans. The Office of the Assgtant Secretary for Planning and Evaluation
(ASPE) was asked by the Office of Management and Budget (OMB) to investigate codts to the government
of providing long term tax credit benefits to family members who care for people with long term disability
needs. ASPE has rdied heavily on surveysthat use functionad measures of disability as measured by IADLs
and ADLsin predicting the numbers of households thet will be digible to recalve such income tax credits.

At SSA, as we have seen, the policy questions go the heart of the economic viability of that program.

Through the NSHA, the SSA seeks to understand the number of people who athough currently working,
could become digible a any time to receve disability benefits. The SSA aso wishesto explore factors that
enable disabled persons to remain in the workforce. Findly, SSA isinterested in knowing the effects of
possible increases in the retirement age on the disability program. Filot experience with the NSHA, which
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has used a number of summary measures of hedth status (noted above), has suggested to investigetors that
neither ADLs nor the SF 12 provide information that is useful for their particular needs.

In the best of dl possible data collection worlds, policy questions that gpplied to persons with particular
diseases or disabilities should be able to do dud service. Asilludtrated, even within arelatively discreet
series of economic forecasting issues for disabled persons and their caretakers, each enterprise relies on
avadly different set of measures.

Toward Standardization of Hedth Status M easurement: 1ssues and Concerns

Mot of thefederd program directors and methodol ogists who were interviewed for purposes of this paper
shared an underlying commitment and interest toward participating in activities that would help sandardize
hedth data. Many believed, however, that there is still much developmental work to do, even for the
specific tasks required by their individua agencies or undertakings. An important early step in moving
forward in standardization both at internationa and federd levels, would be to identify mgor policy uses
for which measurement isrequired. To the extent that policy questions are congruent across nations, States
and programs, harmonizing data ssems aredidtic god. Where there is substantia variation in the policy
issues for the different entities, mativation and resources to dign surveys and other hedlth Satisticsislikey
to be scarce.

Recurring points that emerged during recent interviews include:

1 No single measure could/should be used to summarize population health or burden of disease
and injury. (NIH, CDC, AHRQ, ASPE)

2. Refining preference-based generic measures that permit crestion of SMPH would be useful
(NIH, AHRQ, CDC)

3. An integrated family of messuresfor use a dinical and public hedth levelswould be useful
(CDC, AHRQ)

4. Generic measures of dinical health status may lack sengitivity and specificity for monitoring
clinica interventions. (NIH, AHRQ)

5. Policy uses very widdy; people become attached to their measurement strategies (AHRQ,
ASPE, NIMH)

6. Moving toward competibility/comparability would be cogtly. All new itemswill require new
funding sources. Investigetors who have longitudina data collection efforts will not reedily
replace historical questions with new ones. (ASPE, SSA, CDC)
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TABLE 1: MEASURES AND THEIR USES IN DIFFERENT U.S. FEDERAL SETTINGS

AGENCY USES SMPH MEASURES USED ADEQUACY OF MEASURES SAMPLE SIZE
Clinical PH
NIH Burden of Disease for
Prioritization
NCI DALYs, QALYs Unclear
Outcomes in Clinical +- Cancer Specific/SF 36
Trials
NIMH SF 12/36, Mental Health Specific Not ready
Economic Analyses , - DALYs, WHO DAS I
Clinical Interventions
DALYs, HUI Not ready
NIA - +
CDC
Burden of Disease for
NCCDPHP Prioritization +/- | DALYs, HRQOL 4/14 Not ready/OK > 1x106
ATSDR Disparities .| o Unclear
Economic Analysis
EPO + QALYs, DALYs Unclear
AHRQ
Outcomes Clinical Outcomes +/- SF 12/36, HUI, QWB, EQ 5D Unclear
MEPS Cost Effective Analysis +/- | SF12,EQ5D Unclear 30,000
HCFA
HOS Quality Comparisons
Quality Improvement
SSA Plan Monitoring - SF 36 OK 308,000
#=s of Beneficiaries
What enables people to SF12, ADLs
WHO DAS I
remain in workforce? OK 100,000
NSHA - -
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