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ABSTRACT OF THE DISSERTATION
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By CHRISTOPHER S. HANSON

Dissertation Director:
Professor Dona Schneider

This dissertation assesses the effectiveness @0k Institute of Medicine
(IOM) report on palliative cancer care at inducing inn@ret in cancer research and
practice among key organizational stakeholders in th¢hheale system, including those
concerned with cancer research and the provision dthhesre. The IOM report on
cancer palliation was written by the National Canadicl Board, a diverse group
consisting of prominent scientists, health care prosidéird party payors, social
scientists, patient advocates and others who haveexeshin the development of cancer
research, practice, and financing. Between 1997 and 2005 the @Bddished reports on
cancer prevention, control, diagnosis, treatment pafichtion, until it was reorganized as
the National Cancer Policy Forum.

The authors of the 2001 IOM report on cancer palliationddbat patients who
are dying of cancer usually face an enormous burden sfqaiyliscomfort, lost
functionality, and psychological stress, as well ag@ng possibility of economic

hardship. The authors made ten recommendations, sumdantadive program areas



that address the need to improve research, practiceeiantorsement for palliative,
supportive, and end-of-life care, and to improve the quafipducational materials
oriented toward the patients with advanced cancer andldived ones. Taken together
these recommendations represent a complex organizationaation, which the Board
sought to induce by publishing the report.

This dissertation presents a case study of induced diffedimnovation, by
policy entrepreneurship within an epistemic community. ditedysis includes review of
documents, content analysis of relevant parts of tit@Nal Cancer Institute research
program from 1998 — 2005 and professional journals from 1994 — 2004 ard s
structured interviews with key informants. The findisggew that although the report’s
recommendations were sound its impact was limited bgectied cultures at NCI and

among professional groups.
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CHAPTER 1. INTRODUCTION

This thesis is a policy analysis based on a case dtuelsaluates the
effectiveness of the 2001 Institute of Medicine (IOM)agpgmproving Palliative Care
for Cancer(Foley & Gelband), at redirecting palliative cancelecairthe institutional
level. The IOM report on cancer palliation recommesyiscific changes in the ways that
palliative care for cancer is researched, practicetipaid for by organized stakeholders
within the health care system. A full assessmeth@impact of the effectiveness of the
IOM report would require completely addressing the areassefarch, practice and
finance. This thesis focuses on the first two areaduating how the recommendations
for research and practice in the IOM report were implated and how they diffused
throughout the health care system from a perspectigelafy innovation.

The policy entrepreneurs in an epistemic community goade that community
performs its particular function. In this case, theiddatl Cancer Institute (NCI), and
through it the 39 comprehensive cancer centers and 21 camters; set and finance a
detailed research agenda which has been the single leogasbnent of the National
Institutes of Health (NIH) program since the end of Wklar Il. Professional
organizations defend the interests of each professgpoap and guide the practice of
their particular professions through policy statemesysiposia, professional journals
and other communications. These organizations includenieriéan Society of Clinical
Oncology (ASCO) among oncologists, the Oncology NigrSociety (ONS) among
oncology nurses, and the Association of Oncology $Wémk (AOSW) among
oncology social workers. In addition the American @argociety (ACS), a non-

governmental organization, is named as a provider of pubécted information about



cancer and publishes the jour@ancer Practicdor an audience of health care
providers. The National Association of Health Undetmva (NAHU) plays a similar role
among private health insurance providers. Medicare anddsliddorovide health
coverage to elderly Americans and certain groups of poarigans. Medicare does this
through a federal program while Medicaid funds progranesaah state. All of these
public sector programs were coordinated by the Health Gaa@mé¢e Administration,
which was reorganized as the Centers for Medicare amtickid Services in 2001.
These stakeholders were named in the IOM report oneCdtalliation. Each publishes a
website and one or more journals.

Within diffusion of innovation theory, stakeholders adweazhanges in
technological and organizational practices. Policy @némeeurs act as change agents in
the policy arena. A comprehensive examination of tfeceveness of IOM as a change
agent via the 2001 report on cancer palliation would determhat changes occurred
during the deliberations for the 2001 IOM report on cancer patiahow each
organization sought to implement the applicable recomnimsaafter publication, and
whether the 2001 IOM report on cancer palliation i$ @titepted by the organizations as
a basis for the evolution of palliative cancer care.

As this thesis is limited to IOM’s recommendationsresearch and practice, it is
logical to begin with an examination of innovation &eibr at NCI and the
comprehensive cancer centers. From the perspectivefugidii of innovations, a
number of factors are examined for each innovationsd lfectors include: 1) the
characteristics of each proposed innovation, 2) theactexistics of each stakeholder and

the change agent and 3) the characteristics of the enwnat in which each functions.



These factors help explain why innovations are acceptegjemted, and once accepted
why innovations are continued or discontinued.

The validity of the general systems approach to diffusionnovations is
assessed qualitatively. Specifically, the charactesistf NCI, the comprehensive cancer
centers, and professional organizations, the IOM recomat®ns directed to them, and
the environments in which they function are assessed afiwadiyy as predictors of
acceptance and continued acceptance, through conteygiagndbcument review and
interviews with key informants. Documents, other dathley informants are drawn
from NCI, as well as where applicable and possiblenfpoofessional organizations. Key

informant interviews were used.

Burden of Cancer

Cancer is the second leading cause of death in the 8tidels and an notable
burden on the health care system. The American C&umety estimates that in 2003,
8.9 million people in the United States were diagnosed agititer (2003). The NIH
estimate for 2002 was that cancer cost Americans $60 @nbillitreatment expenses and
$15.5 billion in lost productivity due to cancer morbidity (@asdin American Cancer
Society, 2003). The NCI estimated that in 2002, 4.7% of alicakexpenditures in the
United States were for cancer treatment (2003). Althoeghestimates show that cancer
deaths dropped slightly between 1990 and 2000, cancer is expeotexitbke heart
disease as the leading cause of death in the United $iaBonal Center for Health
Statistics, 2003).

In the Twentieth Century, medical science was ablaaease survival time with

many cancers, and achieve cure with a few. Longer sutuivas mean that many cancer



patients suffer with advanced cancer and the sideteftéd¢reatment for extended
periods. Palliative care is health care that suppartsar patients’ quality of life by
relieving physical symptoms and addressing psycho-social aniabissues. Despite
broad agreement about what palliative care shoulchbeg tare substantial gaps in
practice, including poor coordination of care, inadequate mhigini palliative care,
economic barriers, and insufficient practice standanaeng others. Most cancer
patients will have symptomatic cancer at some poird. 1898Journal of Clinical
Oncologyspecial article, the ASCO estimated that 50% of tligesgnosed with cancer
die of cancer. It follows that more than half od$le diagnosed must face symptomatic
cancer. The ACS estimated that in 2003 there were 1.i8milew cases and 556,500

deaths from cancer in the United States (2003).

Recommendations of the IOM Report on Palliative Care for Caner

The 2001 IOM report on cancer palliation makes measurabtenmmendations
for the mobilization of stakeholders to improve palliatoare. The authors of the IOM
report on palliative care recommend changes in palligve practice, research and
financing (Foley & Gelband (Eds.), 2001, pp. 50 — 53). The recoxtatiens broadly
address 1) the creation of centers of excellence in &ympontrol and palliative care
within the comprehensive cancer centers, 2) improved regament, 3) improved
patient-oriented informative materials, 4) developmemrattice guidelines and quality
indicators, and 5) institutionalization of an approachatiative care within NCI. These

are dealt with at length in the literature review.



Research Questions and Hypotheses

This research seeks to determine how the 2001 IOM repadrmer palliation
guided research in palliative cancer care and practaeh &f the following research
guestions addresses what changes occurred during the dalitgratbw each
organization sought to implement the applicable recomnimsaafter publication, and
if the report is still accepted by the organizations basas for further evolution of
palliative care. For each question, the factors contriQubd acceptance decisions,

continuation decisions, and reinvention are addressed.

First Research Question — How did the 2001 IOM report on cancetigibn impact

research in palliative cancer care?

The 2001 IOM report on cancer palliation recommended pragedim and
organizational changes within the comprehensive canoégreeand organizational
changes within NCI and the comprehensive cancer cdntersorporate palliative care
into the research agenda for cancer. This first reBeprestion is addressed through four
hypotheses:

Hypothesis 1NCI conducted state of the science conferences and publishe
proceedings on palliative care and symptom control thatteesin a clear and prominent
research agenda that is followed by NCI and the compselecancer centers.

Hypothesis 2Examination of the NCI intramural and extramural budgaits
show that NCI has shifted emphasis in funding to prawigalliative care and symptom
management. Indicators of palliative care and symptormagement will show S-curves
when graphed by year through the pre-deliberative (1994-199@)edelve (1997-

2001), and post-deliberative (2002-2005) periods, indicating adogtibe ceport’s



recommendations through the theory of diffusion of irmt@mns. Adoption is expected to
begin to increase early in the deliberative period becalisereased public attention to
the issues raised in the 2001 IOM report on cancer patliecResearch-based adoption
curves should lead adoption curves in professional joubyadsie or two years as new
research findings get translated into journal articles.

Hypothesis 3NCI amended its guidelines to create centers of ewedl in
palliative care and symptom management and to requiredhgirehensive cancer
centers engage in palliative care and symptom cont@kasdition of NCI recognition.

Hypothesis 4Examination of the NCI extramural budgets will showt tha
cancer centers and comprehensive cancer centers hayameed to incorporate
palliative care and symptom control into their reseagdnda. Indicators of palliative
care and symptom management will show S-curves whehepldpy year through the
pre-deliberative (1994-1996), deliberative (1997-2001), and post-dehme(a€02-
2005) periods, indicating adoption of the report’s recomméntsathrough the theory of
diffusion of innovations. Adoption is expected to begirincrease early in the
deliberative period because of increased public attergitimetissues raised in the 2001
IOM report on cancer palliation and that research-badegtion curves will lead
adoption curves in professional journals by one or tvaws/as new research findings get

published.

Second Research Question — How did the 2001 IOM report on canceiapath impact the
practice of palliative cancer care?
Articles published by professional organizations all of Wwigablish articles

intended to guide the practice of oncology, oncology ngrsind oncology social work



follow predictable and often similar patterns. Althougd ACS publishes articles
intended to guide the practice of cancer care as welk tngisles are beyond the scope
of this evaluation, because while scholarly, theselastiare not published by the
professional organizations themselves and do not repnessitibns taken by the
organized professional stakeholders that this researchiaquadtiresses. This second
research question will be addressed through hypotheses 5 and 6:

Hypothesis 5Examination of the websites of the professional orgaioizs of
oncologists, oncology nurses, and oncology sociakersrwill show that these
organizations developed best practices in accordanceheitstate of the science and
with their professional interests.

Hypothesis 6 Professional journals published an increasing proportiortiofesr
on palliative care and symptom management during the stuad@994-2005). The
articles reflect increased interest and attentiorutditative research, attention to
psychological symptoms and patient participation in decisiaking. Indicators of
palliative care and symptom management will show S-cues graphed by year
through the pre-deliberative (1994-1996), deliberative (1997-2000), andgdisrative
(2001-2005) periods, indicating adoption of the report’s recordatems. A lag period
of one or two years behind research-based adoption curvgseisted as increased

palliative care research gets published.

Conclusion
The above hypotheses permit an assessment of the &xtenich the principal
stakeholders named in the 2001 IOM report on cancer pallistibstantially adopted the

research and practice recommendations of that repdttinvthe theory of deliberative



process, stakeholders work together to negotiate common meawvaues, and
intentions by pragmatically addressing real and poterdiaficts within the context of
power relations. The findings of this thesis suggest wipat of efficacy IOM had as an
agent of medical innovations in the field of oncology.

Chapter 2 reviews the literature on diffusion of innovatias the theoretical
framework from which to examine the research questams discusses the roles and
interests of each of the stakeholder groups in thaegbrit also addresses the early
development of palliative cancer care, the stateehtt before gaps in palliative care
came to the attention of IOM, the basis for IOM imggtion, and finally how IOM
responded to gaps in palliative care and what the prinanmhhfis were. Chapter 3
addresses key findings and recommendations in the 2001 IOM ogpoancer
palliation, which form the basis for operationalizatmf variables. Chapter 4 discusses
the methodology for answering the research questionthanddividual hypotheses.

Chapter 5 addresses Hypotheses 1 and 2, providing a qualitstussion of the
formal institutionalization of palliation and symptom managet research followed by a
guantitative assessment of changes in the funding prgivign to palliation and
symptom management research. Chapter 6 addresses Hyp@lesxk4, first describing
institutional changes in the Cancer Center Program,hemdaddressing proportional
changes in funding levels for palliation and symptom rganeent research at the cancer
centers. Chapter 7 explores professional organizatiegissites in order to qualitatively
assess development of best practices as called ypathesis 5, after which it
addresses changes in editorial policy as called felypothesis 6. Chapter 8 reviews

conclusions to be drawn from this work.



CHAPTER 2. THEORETICAL BASIS FOR THIS CASE STUDY

This chapter establishes the theoretical frameworkdsessing the impact of the
2001 report on cancer palliation on the interested stddexiso conduct of the research
and practice of palliative care for cancer. IOM’s nussio hold the health care system
accountable for the social consequences of healthrequé&es that IOM boards, fora,
and committees act as change agents in the contthe tdieory of diffusion of
innovations. The National Cancer Policy Board (NCPRYyed this role between 1997
and late 2005 at its reorganization as the National Cdaery Forum, by bringing
together a broad base of expertise including researgiraditioners, third-party payors,
medical ethicists, patient advocates, epidemiologisto#mers, to deliberate on the
nature of problems in the treatment and management oéiGaand to suggest solutions.

To develop the theoretical framework, this chapter reviéditerature on
diffusion of innovations, highlighting organizational inntigas, change agents, policy
innovations, epistemic communities as change agentshamdle of networks. It is
argued that the IOM, the National Academies in genaral,the NCPB in particular act
as epistemic communities, which by definition use knowlextgation as a form of
power. As such, they act as policy entrepreneurs. éfpistcommunities and other
policy entrepreneurs are change agents that seek to iadya@zational changes at the
societal level through deliberative process. This mearidthth must reconcile evidence
with the values and interests of concerned stakeholdéssargued that those values and
interests can create inertia, which contributes tonteaance of the status quo despite
unaddressed negative consequences, such as the irony adexdcbeaden of morbidity

from cancer resulting from improvements in survival 8nfi@ many cancer sites. It is
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further argued that epistemic communities, like otheicg@ntrepreneurs, can address
this type of inertia through the creation of dual networksgch IOM does. Essentially,

through the 2001 IOM report on cancer palliation, the NC&Bessed a concern in the
management of cancer that has been outside thedraditancer program of the United

States. This case study seeks to appraise its success.

Classical Theory of Diffusion of Innovations

Diffusion of innovations refers to the flow of innowats through a population of
actors through space and over time in the context dadlseetworks, which provide
communication channels and the regulation of sociaratsn Diffusion of innovations is
generally seen as a communications problem. The modeadiesfour elements: an
innovation, communication of same, time over whichabemunication occurs and a
social system or structure through which the innovagaches potential adopters (Katz,

Levin, & Hamilton, 1963; Rogers, 1962, 2003).

Brief History of the Field of Innovation Diffusion

Tarde (1903) is widely credited with laying the philosophicaauiological
groundwork for diffusion of innovations theory (Katz etl63; Kinnunen, 1996;
Rogers, 1962, 2003; Wejnert, 2002). As a sociologist of the &én#t Century, Tarde
sought general explanations of human behavior (Kinnunegef@p2003). In order to
explain why inventions spread from a geographical origin, Tprdegosed that on an
individual level, “beliefs and desires or motives” argtated or rejected through logical
laws and extra logical influences (Kinnunen, p. 433). Throagit4l laws inventions
that are too simple or complex are rejected by poteatiapters. Through extra-logical

influences, adoption, in the present terminology, apsdrom a single point or
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individual, from people of superior social status to th&@eriors, and from those
influenced by fashion to those influenced by custom,rioan fmodern to pre-modern.
The S-curve, which is a theoretically normally disited cumulative relative frequency
curve representing the proportion of a social unit dlelipts an innovation, is attributed
to Tarde by Rogers (1962, 2003) and Kinnunen. Modern diffusion o¥ation studies
define potential adopters as individuals, but also as grougapiaations, national
polities, or any other social unit (Katz et al, 1963; Reg2003; Wejnert 2002) that
might adopt, reject, or reinvent an innovation (Rog2e®3).

Diffusion of innovations research has existed as a garafbr about sixty years.
Rogers (2003) and Wejnert (2002) trace the origins of diffustsearch to mid-
Twentieth Century rural sociology. Rogers (2003) cratitsRyan and Gross study of
the diffusion of hybrid corn among lowa farmers (1943) aditkt true diffusion of
innovations study. Diffusion research declined in runaiadogy by the end of the 1950s
in the United States and by the end of the 1960s in thefrds world. However by the
early 1960s diffusion research had become firmly establisha number of disciplines
including anthropology, education research, industri@ae and medical sociology
(Rogers, 1962). In a review of the diffusion of innovatiomservice organization
literature Greenhalgh, Robert, MacFarlane, Bate Kamkidou (2004) classify rural
sociology, medical sociology, communication studie® marketing research as early
diffusion research. Early diffusion studies focuslonindividual as the unit of adoption
(Rogers, 2003; Wejnert, 2002), but later studies and revieweart€lfirms’ innovation
decisions, particularly those that involve organizatiamaovations (Alange, Jacobbson,

& Jarnehammar, 1998), and policy innovations (Bennett, 199ty BeBerry, 1992;
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Mintrom, 1997; Mintrom & Vergari, 1998; Volden, 2002; Wejnert, 2005jdve1980),
involve diffusion at a societal scale. Wejnert (2002) aigtishes among individual
actors, small collective actors, such as groups offiorganizations, and friendship
groups on the one hand, and large collective actors, suwdtians, states, social
movements that act on a societal scale. Some stofgdicy innovation on a global
scale address the role of epistemic communities etiageinternational regimes (Adler
& Haas, 1992; Hasenclever, Mayer, & Rittberger, 1996; Jdsd997; Salter & Jones,
2005). None of the studies found addressed epistemic commuarigediffusion of

policy innovations solely at the national level.

General Systems Models

Modeling of diffusion of innovations was done extensiueding general systems
theory. Hagerstrand’s (1967) systems approach begins wahaeptualization, i.e., a
network of social communications (Brown, 1981). The gdrsgtsiems approach used in
classical diffusion studies models three phenomen&-tave, theneighborhood effect
and thehierarchy effec{Brown, p. 21). The S-curve is defined as a normallyidiged
cumulative relative frequency curve showing the tirhadmption for all potential
adopters (Brown; Rogers, 1962, 2003). The neighborhood effemtirgts for the relative
ease of communicating information that is relevaragdoption decisions across shorter
distances (Brown; Wejnert, 2002). It is operationalized gsavity model where the
mutual attraction of the population centers of a regarffset by a distance decay
function (Brown). In this model the likelihood of iméetion-communication is calibrated
to the probability of adoption. Wejnert (2002) adds that geogralphiclose areas are

likely to share similar characteristics. The hierareffgct reflects the tendency for
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adoption to occur earlier in larger urban areas thamialler urban areas due to greater

communication opportunities in larger cities and gresteral density.

Relevant Characteristics from the General Diffusion of Inmations Model

Innovations refer to a knowledge base. Wejnert (2002) definevations as
ideas about “abstract ideas and concepts, technical iafmmand actual practices”

(p. 297). Wejnert’s (2002) definition is useful because itaa8. Katz et al (1963) and
Rogers (2003) are narrower, but use a miscellaneous cattgbe end of their
descriptive lists.

Social NetworksDecisions to adopt or reject an innovation occurublosocial
networks, allowing information to flow through communicat@hannels (Rogers, 2003).
Social systems are groups of interrelated units that enggwoblem-solving behavior in
order to realize a common goal (Rogers 1962, 2003). Socwbriet may be related
through interpersonal relationships, i.e. strong tiegymnal relationships, i.e. weak ties
(Granovetter, 1973). Networks may be interpersonal or orgiéomal, such as labor
unions and medical associations (Wejnert, 2002). West, Bddawsett, and Newton
(1999) offer density, centralization, and centrality etsvork variables.

Dense networks have large numbers of redundant links so thiahatfon flows
reliably, which increases the level of group solidaiigy, shared norms, values, and
expectations, however cohesiveness tends to reduce thmtanfimew information that
such networks can absorb (West et al, 1999). Membesheko/e networks, such as
professions tend to share social characteristics suafpeagducation, and social class,

which affirm identity and legitimacy (West et al; Weajne&002).
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Centralization refers to the degree of hierarchy thatexm a network (West et
al, 1999; Wejnert, 2002). Horizontal ties refer to peerigelahips and vertical ties refer
to relations of authority. Highly centralized networkshahigh degrees of stratification
apply coercive authority to their members to achievdarmity, which results in
homogeneity and higher adoption rates and more effil@ms of information. Such
networks advise members on new developments, and pubheizaleliberations and the
opinions of experts, in addition to coercive regulationdlgh implicit and explicit
rewards and punishment (Wejnert, 2002).

Centrality refers to the location of individuals inwetks. Actor information
centrality is positively related with the proportiohimformation links that flow through
the actor, and is negatively related to the numbenefraltive intermediaries (West et al,
1999). West et al implicitly view power within networksaasombination of position
within a hierarchy and information centrality. Informatittows through formal
communications, such as written material, and througlopatgontact (Wejnert, 2002).

Potential AdoptersPotential adopters may be individuals, small collectiverag
or large collective actors. Small collective actoxdude firms or networks of firms,
organizations, friendship networks and family groups, whilgelaollective actors
include nations, states, social movements (Wejnert 2002¢khas epistemic, i.e.
knowledge-based, communities (Adler & Haas, 1992). Colleeotors are social
networks in their own right (Alange et al, 1998; Wejn2@02). Structural equivalence,
determined in part by economic factors involving contrakesburces, cultural factors
such as history, and common interests and approachegjgsdkie basis of group

identity for collective actors (Wejnert, 2002).



15

Adoption DecisionsTypically innovations are perceived as new by potential
adopters (Rogers, 1962, 2003). Adoption decisions are basedceived risk and
potential benefits (Alange et al, 1998; Mintrom, 1997; Rogers,,18823; Wejnert,
2002). These consequences are direct and intended, ocindimgtended and risk-based
(Rogers, 2003; Wejnert, 2002). Social consequences involeedagon of externalities
(Wejnert, 2002). Public consequences impact on a so@etldnd are typically brought
about by large collective actors. Uncertainty and peimejotf risk decrease the
likelihood that innovations will be adopted (Rogers, 2003jnéfe, 2002). Wejnert
(2002) adds that formal communications decrease uncerthioty public consequences.
High status actors are more likely to support innovatioatsdhe modest in nature, while
peripheral actors are more likely than most to supaalital innovations (Wejnert,
2002), which contributes to inertia. Adoption may be in wlarlin part--reinvention--
and may be subsequently discontinued based on perceivedeenses (Rogers, 2003;
Wejnert, 2002). Alange et al (1998) describe innovation asregnis reinvention.

Decisions to continue an innovation are based on ambngequences as well as
the inertia that results from subjective attachment tifianent innovation decisions due
to the tacit nature of knowledge and the path dependency pfi@adecisions (Alange
et al, 1998). According to this argument, adoption decisaoevased on existing
technological and organizational bases, i.e. previous adagecisions, and built on a
knowledge base that exists within individual members ofdir Alange et al suggest
national systems of innovation to stimulate efficimmiovations and discontinuation of
inefficient previous innovations @xnovationWejnert asserts that lack of economic

resources may impede adoption (2002), citing the case of adaftdemocracy (2005).
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Change agents influence clients’ adoption decisions alongrjired lines
(Rogers, 2003). National networks, as change agents can iesicable organizational
innovations by bridging gaps in adoption of desirable organizaltinnovations, through
dual networks that link firms and national networks thromglviduals belonging to
both, i.e. strong ties (Alange et al, 1998). Wejnert (200udises personal networks of
alumni from elite schools who network as chief execstvefirms as dual networks.

Discussion.Innovation decisions are made by individuals, but throughethos
decisions social networks may be mobilized, and througmtbahilization social
networks may induce diffusion of innovations. The studyndvation decisions must be
contextualized within the social networks that providedbmmunication opportunities
and social regulation. Networks may be dense, having aved§abhigh number of active
contacts among members, or not. Networks may be highlyategy centralized and
hierarchical emphasizing vertical ties, or loosely regala&mphasizing horizontal ties.
Centralized networks tend to be homogenous, cohesivaldado impose innovations
as well as encourage them. Actors may be centrakwonks, having claim to status,
power, and prestige, or peripheral. High status networdsnalividual actors exercise
economic or political power, but also may lay clagrspecialized knowledge, which is
considered to be legitimate in larger networks or soamregeneral. Innovation decisions
are adopted through information, collective decisiond,authoritative decrees or in the
case of science, declarations. Formal communicatiossience and related fields bridge
gaps in networks that prevent information flows througtisdmetworks.

Power, through high status, economic power, and scehtibwledge can

impose decisions to accept, reject, reinvent, or disaoan innovation. Wejnert (2002)
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asserts that high status networks can impose innovatolwsver status actors. Wejnert
further asserts that high status networks are lesy ikeddopt innovations perceived as
radical. Thus high status networks tend to be conseevatitheir innovation decisions

and more able to impose that conservatism on relateriet of lower status.

Policy Innovations and Policy Entrepreneurs

Policy entrepreneurs act as change agents in the carfifealicy innovations.
Their role is to overcome perceived inertia in policyéss Mintrom (1997) discusses
this relationship and establishes the attributes of politngeireneurs. Policy innovations
arepolicy ideagMintrom, p.739). For Mintrom policy entrepreneurs indpoécy
innovations by identifying policy problems, engaging in endogsramd exogenous
networking in policy circles, framing debates, and buildioglitons. Rogers (2003)
establishes seven roles of change agents. These iegeiri) establishing the need for
change, i.e. convincing potential adopters; 2) establishedjllity of the change agent;
3) diagnosing problems; 4) creating an intention on thegbatients to change; 5)
translating that intention into action; 6) stabilizing atgmpto avoid discontinuation; and
7) ending the relationship when the change is successhylgmented (pp. 369-370).

Deliberative practitioners attempt to resolve soamtflict and uncertainty by
exploring evidence and the values, goals and interesteoéstéd parties taking into
account relations of economic and political power (Btare 1989; Hajer & Wagenaar,
2003). Policy entrepreneurs, consistent with deliberahigery, impact policy
deliberations by framing debates on terms that advanceptréicular agendas but are
also consistent with politically accepted values ardeustandings of the policy-making

community (Mintrom, 1997). They may guide politically relavassumptions by
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bringing in expert opinion and learning from the experisrafesimilar entities. However,
the health care system in the United States is lafggdynented (Institute of Medicine,
2001), and privately funded (Anderson & Hussey, 2001). Thus, egageretworking

may not play the same role in inducing policy innovationthénUS health care system as

it does in other areas of policy.

Epistemic Communities and Policy Innovation

Epistemic communities use knowledge as power (Adler &Ha892). In his
discussion of planning theory, Forester (1989, pp. 29-30) suggestadchanisms by
which information may be so used. Planners may use iattwntechnically using data
to do standard analyses. From this perspective informatimomsidered neutral and its
application is dictated by rote methodologies. Fronmarementalisiperspective
information serves social needs, which are equatedtigtheeds of organizations. From
theliberal-advocacyperspective information serves the needs of partignarps within
society which are seen as paramount. Fratnecturalistperspective, information serves
the needs of the state by protecting current relatiopswér. From grogressive
perspective, information is used to balance the needsaadrfd interests with the
interests of other groups.

Epistemic communities are policy entrepreneurs and engggdicy innovation
through deliberative process. They include networks of krayeldbased experts who
frame political controversies, define state interestsl, establish knowledge-based
standards, through which they exercise power by contrddlogvledge and defining

information, and thus the parameters of policy debatke{A% Haas, 1992; Haas, 1992).



19

The Institute of Medicine as an Epistemic Community andPolicy Entrepreneur

The IOM is one of the four National Academies of &cecreated by acts of
Congress or executive order. In addition to the IOMNa#gonal Academy of Sciences
(NAS) includes the National Research Council (NRCY, e National Academy of
Engineering (NAE). The National Academies are an epigt community and network
that embodies a vision of science as independent and unbetoltdiuences from
outside of the scientific community. They are setjuiating and self-funded, which
allows them to act as independent consultants on reattscience, medicine and
engineering to the Federal Government, other politiegatgrigroups and the public
(Cochrane, 1978). Guston (2000) refers to the NAS as “theipairhonorific society for
scientists” (p. 161). Cochrane traces the origins sf\ision to royal societies and
national academies of Enlightenment Europe, in whicloése minds of the realm would
receive increased standing in society and patronageiraege for solving the scientific
and technological problems of the state. However, @iervis of independent science
that strongly contrasts with government-initiated sogesuch as the program of the NIH
and particularly the NCI, which for the last 70 years $igent massive amounts of federal
funds to eradicate and manage cancer (Patterson, 1981 R4®95; Rettig, 1977;

Strickland, 1972).

The Institute of Medicine (IOM)

IOM was founded in 1970, in the midst of a profound reevmnaitf medical and
health policy in the United States. Berkowitz's centinakis (1998) is that IOM survived
the last three decades of the Twentieth Century amaisdependent policy institution

under the supervision of the NAS by providing politically indegent health policy
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analysis, which has helped to integrate social issueshatfield and humanize the
practice of medicine and public health. “The Institute Wadeak out about, not for,
medicine” (Berkowitz, p. 40). The NAS Council reviev@®M reports but those reports
are released under IOM authority. One quarter of IOM’mbership comes from fields
other than medicine and health. Its interests incladle the practice of medicine and
health-related social issues. As an epistemic commugityl evaluates issues in
medicine and public health from a health policy perspective

IOM has had to negotiate its survival in the face oftjpali power. It survived by
being policy relevant and politically neutral (Berkowit888). In the early 1970s and
again in 1984, under the Reagan Administration, IOM survivietngts to reduce it to
the status of an honorary organization by moving its opesato the NRC and
reorganizing the remainder within NAS. IOM adapted to thet@ti Administration,
with which it could have aligned itself extensively omlie, by maintaining its
independence. It involved itself neither with Congresstimerdministration on the
guestion of reforming the health care system in 1993-4sanived the Republican
capture of both houses of Congress and the electioeafg® W. Bush as President, into
the Twenty-First Century.

IOM reports generally convey an articulated single nggssahey are funded by
government agencies and private foundations. Since the 1@9@sgeports are either
addressed to the general public and to government, dw itase of the report on
palliative cancer care, are addressed to elements af¢teal profession (Berkowitz,
1998). Through these reports IOM disseminates its findings addgypolicy

discussions, framing the discussions and recommending sibyaihe actors it deems
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appropriate, whether they are the public, health and puddiitthprofessions, or

government (Berkowitz).

Cancer and Curative Cancer Treatment

The early part of the Twentieth Century withessed imgneents in medicine and
public health that allowed control of many communicablealss that had afflicted the
people of the United States since first European settie(Starr, 1982). Control of
infectious disease shifted the causes of mortality tdwhronic disease, especially heart
attack, cancer and stroke. By the end of the centuogt®r(1995) noted that cancer
incidence was increasing and cancer mortality was stab®01 Lynn and O’Mara
observed that due to longer survival times many cancempate longer die of cancer.

Historically, cancer research focused on cure ratlaer plalliation, driven to a
great extent by federal support of medical research thringgNIH, especially the NCI
(Rettig, 1977; Starr, 1982) and increased dramatically whesidere Nixon declared
war on cancer in 1971 (Proctor, 1995; Rettig, 1977). Througlefioidc chemotherapy
was developed, surgery and radiation therapy were impréieditt & Simone (Eds.),
1999; Rettig, 1977) and much was learned about prevention (LyDiM&ra, 2001;
Proctor, 1995). Only recently has there been a declinenicec mortality (Wingo, Ries,
Rosenberg, Miller, & Edwards, 1998), and after 1995 those stabgized (Edwards, et

al. 2002; Jemal, et al. 2004).

Longer Survival with Symptomatic Cancer

Evidence that life with cancer extended by aggressiveniezd does not meet the

needs of all cancer patients may be found in the ssicfdbe hospice movement in the
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United States after about 1970 (Kohut & Kohut, 1984; Stoddard, T@r&ns, 1985).
The hospice movement is a grassroots movement gaamded to what had become
isolated and prolonged death due to cancer treatment tegie®IA quarter of a century
later the IOM published a report on gaps in health cateeagnd of life (Field & Cassel,
(Eds.), 1997). That study grew out of a concern to ideatity limit futile treatment but
the project evolved into an assessment of what caotesieffective treatment at the end
of life, dying as “both a biological process and a psiadioal and social experience that
occurs in a cultural context” (Field & Cassel (Eds.), 19946). Lynn & O’Mara (2001)
tie extended life for cancer patients to increased saffewhich makes the difficulty of
dying with cancer an unintended consequence of partiabigtafé curative treatment.
The hospice literature and Field and Cassel point taanerthe development of cancer

care.

Improving Palliative Care for Cancer (Foley & Gelband (Eds.), 2001)

The 2001 IOM report on cancer palliation, like other |@orts, makes broad
recommendations on issues of health policy affectingnizgd stakeholders and the
general public. As part of the National Academies oé&m, the IOM consults the
Federal Government, other polities, private stakeholdesthe general public in issues
that concern the practice of medicine and more gegeth# provision of health care, as
well as public health in the United States and elsewl#nder the National Academies
model, IOM deliberations and IOM reports are intended to septehe considered
opinion of the most reputable experts available to addpessfic issues within health

care and public health (Berkowitz, 1998). The 2001 IOM repodamcer palliation was
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written through the efforts of the NCPB, which was oigad by IOM and the National
Research Council in 1997.

Between 1997 and the end of 2005 the NCPB published 28 consensus, report
proceedings summaries, non-technical summaries, andseji@cted to the general
public. For the most part these reports addressed issaestdd! importance to the
cancer research agenda that crystallized at NCI afeeldWVar I, i.e. cause, prevention,
control, diagnosis, and curative treatment (Rettig, 19725p However, the work of the
NCPB is notable because it has added cancer palliatide tUnited States national
agenda on cancer. The 2001 IOM report on cancer palliatbonly brought attention to
the need for improved cancer palliation but is also rkatde in three other respects
(Foley & Gelband, 2001b). First, the authors redefine paiiatare as supportive care
for cancer at all stages of its progression from dhagnto death rather than simply as
care given to patients for whom efforts to eradicatslaw the progress of the disease
have been abandoned. Second, the authors advocatelaappraach which
encompasses the total needs of the patient, including adenaasgement of physical
symptoms and attention to psycho-social care of patemd their families, especially at
the end of life. Third, the authors advocate informed paparticipation in decision
making and sensitivity to and accommodation of patierfepraces. A short article in
the online NCI magazinBenchmarkgHightower & Vaughn, 2003) acknowledges
IOM’s role in changing the accepted definition of paiNiatcare to begin at diagnosis and
include a psycho-social component. In that article Higletr and Vaughn note that a
content analysis of NCI publications having to do withigalle care revealed that most

addressed symptom management during treatment but reldtitlelizad been written
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about palliation at the end of life or bereavemenghitbwer and Vaughn call for
increased development of educational materials to inforrmamatarticipation in decision
making.

Taken as a whole, the 2001 IOM report on cancer paliatitils a
phenomenological dimension of patient satisfacticche@mpowerment to the science of
managing cancer. In so doing the NCPB fills the IOMe 10f impartial arbiter of broad
health policy issues as described in Berkowitz (1998), whkicéviewed more fully
below. The themes of patient satisfaction and participan decision making are found
in NCPB reporting and elsewhere in IOM reports. In 1997 Committee on Care
at the End of Life issued a report (Field & Cassel, (frdsldressing broad gaps in the
handling of death by the health care system and a |lgulkiaht confidence in the health
care system to treat patients humanely as death appso&ibld and Cassel suggest the
requirements of an effective palliative care systena-&f-life care should be accepted as
“integral and important” to health care and should besisige to patient and family
needs and preferences, i.e. the “culture, values, e@sgyuand other characteristics” of
patients, their families and loved ones (p. 22). In 199NEB published a report on
quality of care for cancer (Hewitt & Simone, (EdsIihe authors of that report briefly
discuss end-of-life care, but more importantly raiseasusr satisfaction as a factor in
quality of care. The themes of patient satisfactiach@mtrol are developed more fully in
the IOM Committee on Quality of Health Care in AngarreporiCrossing the Quality
Chasm(Institute of Medicine, 2001), which was published in theesgear as the 2001

report on cancer palliation. This report calls for cosgation of safe, evidence-based
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health care to meet patients’ needs and values, matimnformed patient ultimately in
control of health care decisions (p.8).

At the beginning of the preface lmhproving Palliative Care for CanceFoley
(2001) articulates the NCPB'’s rationale for safe, ¢iffec evidence-based, and patient-
centered palliative care for patients with advanced cancer

It is innately human to comfort and provide care to thoffersng from cancer,

particularly those close to death. Yet what seentses@lent at an individual,

personal level has, by and large, not guided policy aktred bf institutions in

this country. There is no argument that palliative shiculd be integrated into

cancer care from diagnosis to death. But significanidyar+ attitudinal,
behavioral, economic, educational, and legal — stil laocess to care for a large
proportion of those dying of cancer, and in spite ahedous scientific
opportunities for medical progress against all the n&jarptoms associated with
cancer and cancer death, public research institutions lsdvesponded. In
accepting a single-minded focus on research toward cureawveeinadvertently

devalued the critical need to care for and support patiatitsadvanced disease,
and their families. (p. ix)

By issuing these reports, IOM bodies have indicatedthiedt considered opinion
drawn from experts in the context of health policypsd biases balance each other, from
all relevant fields of expertise, is that patient $atison and expression of informed
patient preferences in health care both generally atiek @&nd of life, are desirable. The
same may be said of cancer palliation at all stagéseafiatural history of the disease in
all of its forms. These developments represent a gareshift in medical and health care
science of enormous proportions.

The medical model traditionally emphasizes treatisgake not people (Proctor,
1995; Rettig, 1977, Starr, 1982). As we have seen, the hogpeEenovement arose in
response to gaps created by this orientaBarh advocates (Quill & Battin, (Eds.),
2004) and opponents (Foley & Hendin, (Eds.), 2002) of adssstieide/dying recognize

the role of effective palliative care in reducing demaordatsisted suicide/dying.
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The State of Palliative Care of Cancer before the IOM Report

Kuhn (1996) wrote that “led by a new paradigm, scientistptagew instruments
and look in new places.” (p. 111) Against this backdroprbisremarkable that the
authors of the 2001 cancer palliation report should findighe &éf cancer palliation to be
underdeveloped and feel the need to call for its developimenigh research and the
development of quality indicators, as recommended iEigEutive Summary (Foley
and Gelband, 2001a). Valid measurement of the quality of fpaflisis meaningless if it
does not refer to patient satisfaction. Teno (2001, p. bhé)pf the report’s authors,
states: “Medical records can document treatmentsvest@nd whether physicians state
that they discussed treatment decisions with patiei®atheir families. Even though
this can be useful informatioa,consumer perspectiygalics added] on communication,
decisionmaking, coordination, and other domains is impovthah assessing the quality
of care of the dying.” The authors of the 2001 IOM repartancer palliation define
palliative care according to the contemporary World He@ltganization (WHO)
definition as the “active total care of patients whdsease is not responsive to curative
treatment,” but add, again in agreement with WHO, thratriy aspects of palliative care
are also applicable earlier in treatment,” and furtbkeommend that palliative care begin
at diagnosis (Foley and Gelband, 2001b, p. 10). In the paragsipited, the authors
add that palliative care addresses control of physicgbsyms and complications of
treatment, psycho-social care of patient and familyyeglsas communication, decision
making, and care of the dying.

Palliative care for cancer is not a new concepthénnid 1980s, Billings edited a

guide to palliative care for advanced cancer patients (1B@5addresses pain control,
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with a social psychological component, as well as nwdrille symptoms addressed in
the 2001 IOM report on cancer palliation and includes a ehapt psycho-social issues,
including spiritual matters and bereavement.

One chapter discusses limits on how to treat patietibsadivanced cancer
appropriately, including at the end of life (Cassem, 1985s€¥a warns against both
neglect--under treatment--and overzealous treatmept-to@atment--of advanced
cancer. Advanced cancer is defined here as cancer timataager reversible. Three
broad principles are offered to guide treatment decisibms first is that all symptoms
which can be relieved should be, and physicians should reeaththose treatments. The
second is that patients have the right to refuse tezdtrithe third is that ineffective
treatment should be discontinued. Cassem recommerioanmce, that patients be given
the basis to make informed decisions and that those alexise respected. The exception
is when patients are incompetent by reason of delirdementia, or coma, in which case
family members should be consulted.

There is evidence that this standard for cancer treatnasmot been effectively
practiced. Zussman (1997) argues that although physicians dgbeledve that patients
and their families should be consulted about importadtical decisions, cancer patients
are only consulted on about a fifth of decisions to teate care, while their families are

consulted only slightly more.

The IOM, the National Cancer Policy Board and Cancer Palliatbn
From 1997 until the end of 2005 the NCPB brought together expentsaf range
of disciplines in order to guide developments in cances, casearch and funding, from a

broad perspective. Most of the reports published by the NCP@Bss#dl the concerns
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that have made up the core of US research policy Bifits founding in 1937, namely
cause, prevention, control, diagnosis, and curativeniesd (Rettig, 1977, p. 45). Yet,
the NCPB’s work is most remarkable because it may bavadened what is regarded as

salient in cancer research to include palliative oque|ity of life and access issues.

Prevention, Control, Diagnosis, and Treatment Reports

The NCPB'’s reports addressed cancer broadly but in peactier the eight years
that it functioned some clear directions are notablevdhtion studies, including the
NCPB's first published report, focused on tobacco use (hatiGancer Policy Board,
1998, 1999) because tobacco is the single carcinogen most\witkedeath in the
United States. These policy reports are 44 and 19 pagexth lkeespectively, and
address the role of government in reducing tobacco usdditioa, control and
diagnosis reports emphasized breast cancer, and ér@ateports emphasized the process
of getting new agents to market but also discussed theneetwtcome relationship.

Among the NCPB's reports that address control and diagjnargiast cancer
figures prominently, especially breast cancer imagimgd.999 The NCPB undertook an
appraisal of possibilities for the improvement of eérlyast cancer detection, which
resulted in two reports. The first (Newman, 2000) wadie paper that summarized the
proceedings of a workshop that reviewed new breast cdatettion technologies. The
second report (Nass, Henderson, & Lashof, (Eds.), 2001ghwas detailed and book
length (288 pages) addressed issues of development and ditffigimovations in breast
cancer detection technologies. This second report wadaa@sed as a non-technical
white paper (Patlack, Nass, Henderson, and Lashof (R86.)) the same year. In 2005 a

report was published (Joy, Penhoet, & Petitti, (Eds.))dtedly and systematically
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addressed the need for improvements in breast cancensgeat book length (376
pages). The findings of this report were disseminated thrangictivity sponsored by
the Breast Cancer Foundation and the ACS, among othergdults of which were
published shortly thereafter (Herdman & Norton, (Ed&0D5). The Nass and Ball (Eds.)
report (2005) on imaging standards for breast cancer deteotimds out the NCPB'’s
effort on breast cancer control and diagnosis.

Breast cancer received by far more attention tharo#irgr issue of control and
diagnosis. In 2005 the NCPB published a report (Pignone, Russ&bhgner, (Eds.))
that addresses discrepancies in economic models useseblict golorectal cancer. The
report is a 30 page white paper followed by several long apEnsiicnmarizing a
workshop. Other NCPB reports that address control amgpholéas do so generally. Curry,
Byers, and Hewitt, (Eds.) (2003) address cancer prevemaearly detection from a
perspective of encouraging and empowering healthy behaviorsjlgunee, early
detection, and state regulation of health risks, espgtedibcco. The findings of this
report were presented at a forum with cooperation by IB®1, and ACS, the
proceedings of which are published (Herdman & Lichtenfelds(i2004). Nass and
Stillman, (Eds.) (2003) review the state of biomedicarsoe and recommend changes in
NCI, NIH and other federal funding of cancer research.

The NCPB’s writing on cancer treatment consisthode reports, all short. Two
of these address the development of new anti-cancetsaige adults and children, both
of which were published in 2005, the NCPB'’s last year of djoer.aAfter reviewing the
science and history of developing anti cancer pharmaed¢siaad other agents,

Newhouse, Mendelsohn, Gelband and Herdman (2005) addressgéalte
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coordination and scientific barriers faced by NCI andfRbed and Drug Administration
(FDA) in the creation and approval of new agents. Adamdginer, Simone, and
Gelband, (Eds.) address the clinical need for sepaetgputic agents for children with
cancer and recommend public sector involvement to offsetak warket for the
development of such agents (2005). In a 42-page white paper tepgtithat addresses
treatment and was written under the auspices of theBN&Did the NRC, Hewitt and
Pettiti (Eds.) conclude that the volume-outcome r@tethip, which involves better
outcomes at institutions where technically difficulb@edures are performed frequently
rather than infrequently, applies to rare cancer s#@81). This report was the result of a
workshop called to review the existing literature, the pedings of which were also

published (Hewitt, 2000).

Access to Care

In addition to the foregoing the NCPB produced a white papéra short book
that addressed patient access to clinical trials. Theeyehper (Gelband, 1999) presented
a description of the current system by which canceicelinrials were conducted. The
book (Aaron & Gelband, (Eds.), 2000) makes recommendatiwmerhoving barriers to
access to clinical trials by Medicare recipients yasirough regulation by the Health
Care Finance Administration, which was responsibléMedicare and Medicaid

regulation at the time.

Quality of Care Assessment

Hewitt and Simone edited two reports that address qulitgre generally

(1999) and its measurement (2000). The 1999 report ertfitisdring Quality Cancer
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Care, defines quality of care and discusses barriers Th&.2000 report addresses its
measurement. In the face of a lack of recognized benckméduality, progress, and
success in cancer treatment, as well as non-staaddreetrospective data gathering, and
issues pertaining to patient privacy and confidentiality, rdpert included
recommendations to standardize definition and operatzatiain of indicators of quality,

data collection, and data manipulation.

Reports that Address Palliative Care, Quality of Care, and AsdesCare

In historical contextimproving Palliative Care for CancdFoley & Gelband,
(Eds.), 2001) must be seen as the defining step in the MGRBk on quality of life
issues in cancer. The 2001 palliative cancer care repitaiston four previous IOM
reports, two of which it cites in its statement of purpds$es section addresses these two
reports, which serve as background for the report on padliare. The palliative cancer
report cite€Ensuring Quality Cancer Car@Hewitt & Simone (Eds.), 1999) and another
IOM report,Approaching Death: Improving Care at the End of I[(Fesld & Cassel
(Eds.), 1997). In addition the 2001 report on cancer palliaimpts the systematic
approach recommended@rossing the Quality Chas(institute of Medicine, 2001) and
reflects the concern for underserved populations, espealbl and ethnic minorities
expressed imThe Unequal Burden of Canc@taynes & Smedley, (Eds.), 1999).

Approaching Death: Improving Care at the End of Life (Field & Csal (Eds.),
1997).This IOM report on dying defines both hospice care and paligField & Cassel
(Eds.), 1997). Hospice care provides advice and supportive sefordde dying, as well
as to their friends and family. These services mgyrbeided in the home, hospital,

nursing home, or in a dedicated facility. Palliative aareare that “seeks to prevent,
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relieve, reduce, or soothe the symptoms of diseasearddiswithout effecting a cure.”
(Field & Cassel (Eds.), 1997, p. 31) Palliative care igestricted to those who are dying
or have foregone life prolonging treatment, such asibeqatients, because it supports
quality of life and enables patients to withstand potegtid#-saving treatments with
difficult side effects, such as chemotherapy.

After publication of the 1997 IOM report on death in Amaribe National
Institute of Nursing Research (NINR) became the lociendfof-life care research
within NIH. Field & Cassel (1997) called for the developineina research agenda to
“define and implement priorities” for developing end-oé&ldare within NIH and other
national agencies (p.12). NINR was not mentioned spatifias a target of that
recommendation. However, by 2001 NINR was recognized agieyteny important
locus of end-of-life care research activity within Nidhd the authors of the 2001 IOM
report on cancer palliation (Foley & Gelband, 2001b, p.52) atpains to recommend
collaboration within that locus in NCI end-of-life raseh, but not as an exclusive
vehicle for NCI end-of-life care research. The 2004 NbiHsensus statement on end-of-
life care recognizes NINR as the earliest primary Riémber institute in the field of
end-of-life care.

Ensuring Quality Cancer Care (Hewitt & Simone (Eds.), 199%is report
addresses cancer prevention, control, diagnosis, teatand palliation. It asserts
correctly that, as with other chronic diseases, tlsene national cancer care program in
the United States, and health care providers, insurersaaeérccenters operate as they
see best. The result is an inefficient and fragmecaeder care system which frequently

denies needed services to cancer patients and their familie
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The authors of the cancer palliation report justifyitging, in part, on the basis
of the National Cancer Policy Board recommendatiotiEnsure quality of care at the
end of life, in particular, the management of canclted pain and timely referral to
palliative and hospice care,” which they quote (Hewi$ignone (Eds.), 1999, p. 7,
Foley & Gelband (Eds.), 2001, p. 12). Studies to identify noarftial barriers to care
are called for (Hewitt & Simone (Eds.), 1999).

This report asserts that often those fighting cane#ersunnecessary pain and
that their treatment preferences are ignored by providesgite the presence of practice
guidelines (Hewitt & Simone (Eds.), 1999). Quality of cdeéined negatively is the
absence of over use, under use, and misuse of medicaDedireed positively it is
technically competent care, based on good communicatianed decision making, and
cultural sensitivity. Quality measures should be a lEsascountability.

The report defines both palliative care and end-of-kie ¢Hewitt & Simone
(Eds.), 1999). The purpose of palliative care is to impomadity of life for cancer
survivors through all stages of treatment. The reportaselsar standard for quality of
life:

“For a person with cancer, maintenance of quality efriquiresat a minimum

[italics added] relief from pain and other distressing @yms; relief from

anxiety and depression, including the fear of pain; and & sdrsecurity that

assistance will be readily available if needed” (He&iSimone (Eds.), 1999,

p.25).

Adequate end-of-life care requires adequate palliatiorefiective control of physical
and psychological symptoms and social support. In additioequires counseling on the

risks and potential benefits of life extending treatmesgpite and bereavement support,

advance care planning, and spiritual support as the individued fae existential crisis
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of dying. Treatment goals shift from “the quality otlifo the quality of life and
symptom relief.” (Hewitt & Simone (Eds.), 1999, p.26)

Improving Palliative Care for Cancer (Foley & Gelband, (Eds.), 2004} the
time that the 2001 report on cancer palliation was publighed\ational Cancer Policy
Board was composed of prominent scientists, healthprakaders, public health
practitioners, patient advocates, social scientist$ oghers. Rockefeller University
President Arnold J. Levine was chairman of the NCPR. Viite chairs included a
medical director of a prominent cancer institute, Jo&iptone, a prominent patient
advocate, Ellen Stoval, and Director of Research amadluBtion for Kaiser Permanente,
Diana Pettiti. The rest of the NCPB was made up afifggphysicians in oncology,
Kathleen Foley, John Mendelsohn and Monica Morrow, a® AQrsing professor,
Sandra Million Underwood, biologists, Cecil B. Picketdarhomas Kelley,
epidemiologists, Tim Byers, Vivien W. Chen and Nanayaller, medical ethicists,
Normal Daniels and Pilar Ossorio; patient advocatd®) Jeffrin (ACS), Frances Visco,
and Susan Weiner, an economist, Mark McClellan, alhealicy professor, Susan
Curry; and health insurance leader, William McGuire. ™&PB broadly represented
the relevant interests in a policy deliberation abouigple cancer care, and in so doing
fulfilled the mission of the IOM.

The 2001 report on cancer palliation begins by making fivienstal) that
roughly half of the million or so people diagnosed wahnaer in the United States, every
year will eventually die of the disease; 2) that@ngng health policy consensus exists
that cancer palliation, although less important thanmdiaig and treatment, should not be

neglected simply because efforts at curative tredtarenongoing; 3) that most patients
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with advanced disease do not receive adequate symptoroldmtause the need is not
recognized sufficiently; 4) that a very large proportibmedical expenditures is spent
on patients at the end of life, even though these exjpeesdifail to meet the needs of
dying patients and their families; and 5) that the gapslimtive and end-of-life care are
due to institutional and economic barriers, lack of infation about the potential for
better care, inadequate education and training of healtlpearelers, and “minuscule”
(p.10) public sector financing of research. As noted abbeeawthors define palliative
care as supportive care for cancer at all stages pfatgession, which encompasses the
total needs of the patient, including adequate managementotahsymptoms and
attention to psycho-social care of patients and taauilies, especially at the end of life,
as well as informed patient participation in decision imgand sensitivity to and
accommodation of patient preferences. The rest afgjbert’s first chapter identifies
barriers to quality palliative care for cancer and presthe NCPB’s recommendations.
The balance of the report addresses economics, deafiaiid measurement of
quality, the difficulties in serving special populationsd dahe state of contemporary
clinical practice guidelines, research, and the educatdrexpertise of health care
providers. In Chapter 2, Lynn and O’Mara (2001) discuss maaikatds and gaps in the
assessment of cost and value. In Chapter 3, Teno (200a3skscfive dimensions of
quality of care at the end--last year--of life, inchgtisymptom management, patient
satisfaction, shared decision making, coordination of, @ar@ continuity of care. In
Chapter 4, Kesselheim (2001) explores the quality and avayadficontemporary
cancer-related information geared toward the end oafiteoriented toward patients and

family members. In Chapter 5, Payne (2001) discusses i8gaality and access to
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palliative care among African-Americans and other wahk groups. In Chapter 6,
Hilden, Himelstein, Freyer, Friebert, and Kane (2001) dspesliatric cancer palliation
as a special case. In Chapter 7, Holland and Chertov (2G¢l)sdicontemporary
practice guidelines for the management of physical and p®gibal symptoms in the
dying. In Chapter 8, Cleeland (2001) reviews epidemiologsceadial behavioral, health
services, and symptom research literature. In Chapteel®and (2001) reviews studies
that address the quality of preparation and expertiseami@gists, oncology nurses, and

oncology social workers.

NCPB Sequelae to Improving Palliative Care for Cancer (FoleyG&lband, 2001)

Between publication of the 2001 report on cancer palliatioitie
reorganization of the NCPB into the National Canceicl¢lorum, several NCPB
reports were published. In 20@escribing Death in America: What We Need to Know
(Lunney, Foley, Smith, & Gelband) was published as follp to Field and Cassel
(1997) and addresses issues of measurement and accouritabilitlyof-life care, which
are raised strongly in Foley and Gelband (2001). In 2003 dietpliersions of the 2001
report on cancer palliation were published in English tinstiof Medicine & National
Research Council, 2003b) and Spanish (Institute of Med&iNational Research
Council, 2003a) for the public. Reports were also writteyutipediatric palliative care
(Hewitt, Weiner, & Simone, 2003), a clear priority inléypand Gelband, and psycho-

social issues in female breast cancer patients (Hadardman, & Holland, 2004).

Case Definition
The IOM report on palliative cancer care (Foley & Geilth (Eds.), 2001)

represents an attempt to induce policy innovations amamgec researchers, cancer
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providers, and concerned third party payors, the first twohoéh are addressed in this
thesis. Together these entities make up an epistermmaaity, and for the most part,
represent epistemic communities that influence polifysion through deliberative
processes by creating knowledge about issues that coheenn t

The NCPB'’s report includes an analysis of gaps and aetblat of
recommendations, which challende factopriorities within the science of managing
cancer that have prolonged the lives of cancer survivoralted to reduce the difficulty
of living with cancer. The gaps that the report idergiee products of inertia within the
practice of cancer treatment, and an approach to hezlhthat is entrenched in the
paradigm of disease treatment and eradication. Theisegort provides a useful case
study of the impact of an epistemic community withia tontext of diffusion of national
policy in medicine in the United States. The next chiajgtdews the recommendations
of the IOM Report in detail. The recommendations bea texamined on the basis of

their diffusion among the stakeholders in the remaini@pters of this thesis.
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CHAPTER 3. IOM FINDINGS ON CANCER PALLIATION

This chapter summarizes and reviews recommendations andtsugppoalyses
from the 2001 IOM report on cancer palliation, providing sivéor document review,
content analysis, and expert interviews which make umgtbodology for conducting
this case study. The first section establishes thestadg's propositions by summarizing
the NCPB'’s rationale for recommending changes in theareh, practice, and funding of
palliative oncology. The next section presents theiBpegecommendations the authors
of the 2001 IOM report make for improving cancer palliatiore Est section
operationalizes definitions of units of analysis.

This chapter forms the basis for content analyste@NCI research budget,
comprehensive cancer center research budgets and prodégsimnals of oncologists,
oncology nurses and oncology social workers and docureeietv of the NCI website
and the websites of the professional organizations aflogists, oncology nurses, and
oncology social workers. Variables are defined, permgittwvaluation of the effectiveness
of the cancer palliation report, the product of an epigt community in inducing
organizational change among cancer research institutimhBealth care providers and

related services to cancer patients, as prescribed byGR®& N its role as change agent.

Gaps in the Provision of Care of High Quality

Overall and in a number of particulars, the IOM reptnangly suggests that
medicine and the health care system fail to meetabdsfor palliation of most patients
with advanced cancer so that there is inertia wittencontext of diffusion of innovations
theory. The NCPB (Foley & Gelband, 2001b, pp. 13-14) idenske®n barriers to high

quality palliative care for cancer in the United Statesluding: 1) separation of curative
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and palliative care in the health care system, oftert@lveimbursement policies, which
can force a dismal choice between fighting to live arckpting comfort; 2) inadequate
training of health care providers in palliative canceerd) inadequate standards of care
and accountability where dying patients are concernedsgauties in care resulting
from inadequate care for African-Americans, other mtresj and vulnerable
socioeconomic groups; 5) lack of public-oriented informat@sources regarding
palliative and end-of-life care; 6) lack of quality otliénd quality of care data for
patients dying of cancer and other causes; and 7) inadequesément by the public

sector in end-of-life and palliative care research aaditrg.

Background

This section addresses the NCPB’s construction of caxadation as a complex
and problematic field within the research, practice, amhting of cancer treatment.
Throughout the 2001 IOM report on cancer palliation, tite@s address the problems
of morbidity and lost functionality and their econormwplications in the context of the
fragmented, largely privately-funded health care sysRdnsical and psycho-social
morbidity are defined, as are gaps in provider training, infaomdor the public, access,

and patient participation in decision making.

The Cost of Treating the Very Sick

Lynn and O’Mara (2001) argue that the health care systefteis unable to
adequately provide for patients and their families becausaagtainty and vagueness
of many prognoses. Patients with advanced cancer andaimgies face enormous
burdens not only of physical and emotional suffering I8d inancial hardship.

Treatment of patients dying of cancer is expensiveusecthe patients are generally
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quite sick. From a perspective of palliation, Cleeland (2@0h¥iders the distinction
between the symptoms per se, experienced at the eifiel @hld those experienced by
other advanced cancer patients to be artificial; howyéxeacknowledges that the
severity of symptoms increases duodctional statuslecreases as death approaches.
These are differences of degree which suggest overlagdition to increased severity
and decreased function, dying cancer patients and tineilicfa face the categorical
difference of the spiritual and existential implicasoof death (Holland & Chertov,
2001). In shortcostbecomes an increasing factor as cancer patients appeaith
because of their increasing morbidity, makaftprdability andinsurance coveraga

critical issue.

Economic Determination of Access to Palliative Care

Gaps in the health care system exacerbate morbidipetients approaching
death, although better measurement is needed. Lynn andr®{001) assert that the
most useful services are under utilized because theyftarenot covered, while covered
services are often over utilized. However, it isidifft to assess the real cost of treatment
because the effects of palliative treatment on surtived are usually unclear and treated
as negligible. However as patients approach death, tdadyment costs soar and with
them the magnitude of errors resulting from effectsumival time that have been
assumed away. By the same token, Lynn and O’Mara puoirthat the economic value
of treatment is usually not measurable in survival termdsis largely unquantified. Lynn
and O’Mara call for a “period of innovation” (p.90) in can palliation, in which
Medicare prescription drug coverage, payment for hospigsjng home care, long-term

care, home care, and family home care are adjustedoamgensation through capitated
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and fee-for-service arrangements are rationalized, iedlyan the case of high-cost
palliative care. This would require the development of nmaisging indicators. In short,
there is no consensus about the costs and benefamodicpalliation because, while it is
possible to assess the effect of market forces omaptise of health care services for
palliative purposes, the effect of palliation on survisgadssumed away at precisely the
time when palliation costs and the distress that palhas intended to relieve are at

peak.

Lack of Patient Participation in Decision making

Another gap is the lack of patient participation in decisiregarding treatment,
which impacts patient satisfaction. Patients shoulshtleded in making informed
decisions that affect their hope for a cure, and not asldeath approaches (Teno, 2001).
Teno argues that there is strong institutional supporefpect of patients’ wishes in the
extremity of the do-not-resuscitate decision, but lessnwdeath is less clearly imminent,
often because physicians misunderstand patient preferdrases also argues that

Good care (1) is based on scientifically sound evide2¢engorporates informed

patients’ preferences, (3) provides access to appropridtiplsngegments of the

health care system including high-quality clinical trig§4g, coordinates services
across multiple segments of the health care ‘syst&m (5) is compassionate,

attending to both the physical and psychological needsegfatient and family
(p. 120).

Teno calls for development of valid indicators forasrement and accountability of
treatment of physical symptoms, and development of quadiigators for treatment of

anxiety and depression in patients with advanced disease.
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Inadequate Expertise in Palliative Care among Health Care Provide

Generally the information base of cancer palliatiors eand to be
underdeveloped. Physicians overall are not prepared by eduoaxperience to
provide quality palliative care (Gelband, 2001). Nurses spend tinogevith cancer
patients and than do oncologists, but their effectisemelargely unstudied, although
there were two small studies in which nurses rate greparation between 6 and 7 on a
ten-point adequacy scale, but few rated their educatiolexice nine dimensions of
quality of care (Gelband). While nurses and social wonkerg be more effective at
meeting the needs of cancer patients, more informatineeded. Gelband asserts that
there is evidence that palliative care and end-ofehifiee are under funded. Teno (2001)
describes the 1999 National Cancer Policy Board mandaterétogeguality indicators
for cancer as unmet. Uncertainty about who is dying ftanter presents an economic
stress to hospice providers because production costs arm it first days of hospice
care and much lower thereafter (Lynn & O’Mara, 2001). Teot@s that patients referred

to as dying are usually days from death, at most.

Control of Physical Symptoms

The means to control physical symptoms exist, overally®lid indicators of
quality of care are insufficient. Part of the horabout cancer may be patients’
frightening appearance, odors, and suffering and the tendépeyients to linger longer
than with other chronic diseases (Lynn & O’Mara, 2001 fam advanced cancer can
be severe and is greatly feared by the public. Patientsentain is adequately managed
tend to demand less of their care providers. At presers tire adequate measures of

pain, which can be controlled for 90% of cancer patiesatshat the principal task of
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measuring pain is to develop good measures of accountgbgity, 2001). Other
physical symptoms are less well measured and treated)(T2yspnea, the inability to
breathe properly, like pain is quite distressing and @&ssatcwith approaching death.
Unlike pain, dyspnea may be difficult to alleviate, nfbecause of lung metastases
(Teno), however there are a number of causes ohégspamong cancer patients some of
which are treatable (Holland and Chertkov, 2001). Thereféeetive treatments for
fatigue, nausea and vomiting, yet due to a lack of standagsls gymptoms were
described as under treated (Holland and Chertkov). Hollash@hartkov call for the
training of physicians in the use of restricted pain nadios to avoid inadequate doses
out of a misguided concern to avoid addiction at theogiife. Teno calls for measures
of informed consent by patients sedated for pain. HolladdZdertov suggest that
adequate clinical practice guidelines for symptom contralccreduce the burden of

secondary anxiety and depression.

Psycho-social Palliation

Cancer causes psychological distress including anxiety, dapmeand an
increased risk of suicide (Teno, 2001). Holland and Chertov J20Qle that debilitating
depression, anxiety, and delirium are under treated anthef life. Measures,
descriptive studies, and research on the treatment adtgrand depression among
seriously ill cancer patients are needed (Teno). Hblkand Chertkov assert that there are
no practice or training standards for psychological, §oei@stential, or spiritual care for
oncologists, while mental health professionals andtsal counselors are not included
sufficiently in end-of-life care. Holland and Chertoeeenmend that oncologists should

be trained in communication, particularly on the subgddreaking bad news of a
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deteriorating prognosis. This training should come from withé discipline or from

mental health professionals.

Setting Standards

Holland and Chertov (2001) recommend that clinical pracuicgelines, which
exist for hospitalized and ambulatory patients should be edaptalso address the needs
of patients at the end of life. Teno (2001) calls upon,Nl@&d comprehensive cancer
centers, Agency for Healthcare Research and Qualitgp€rative Oncology Groups,
America Society of Clinical Oncology, and the He&ltwe Finance Administration to
develop and implement quality indicators and to exploee'structure, process, and
outcomes of care” (p.116) that will permit the healtecgystem to adapt for the needs of
cancer patients at the end of life. Cleeland (2001) conclid¢salthough feasible and
improving, physical and psychiatric-affective symptoms resesrunder funded, has not
attracted a desirable level of interest of investigaaacsresearch institutions, and has
failed to generate the clinical trials necessaryke fall advantage of the battery of
research methods now available to develop methodsahahanage physical and

psychological symptoms in patients with advanced cancer.

Education of Patients and Family Members

Kesselheim (2001) concludes that a variety of materialswaailable through a
number of media, but these materials fail to educatausecof problems with the
materials and because cancer patients and their fadliast seek the information,

often because they are reluctant to face the liketlhaf@pproaching death. Holland and
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Chertov recommend that educational materials for patemd their families reflect

clinical practice guidelines for symptom managementlieve fear and confusion.

Access Issues

The authors of the report recognize that some populag@anscularly minorities
and children are systematically under served becausegxgsiidelines are not sensitive
to their particular needs. Payne (2001) indicates thatafrAmericans are poorly
served because of gaps in the health care system, aaasbetf lack of knowledge of the
availability of palliative care and cultural barrierstbe part of African-Americans.
Payne recommends establishing “palliative care units” (p. Iffgased training and
funding of palliative care, and focus group research inerable communities to assess
the needs of patients and families, in the short térrthe long term, Payne calls for
expanded research into the needs and preferences oftimeand other vulnerable
populations and efforts from NCI and the comprehensive caetgers to improve
access for these populations. Hilden et al (2001) arteplediatric cancer palliation as a
special case due to the relative importance of carscarcause of death among children,
the fact that childhood cancers are different fromitachncers, the special difficulty in
predicting death in children, and the societal abhorrehdeath among children that
impacts institutions and family members alike. Hildealetall for the development of
educational materials for providers and families of childvéh cancer, inclusion of
children in their treatment decisions, specialized prdsaogediatric palliative cancer
care that emphasize continuity of care and symptomifr&lith adequate regulation and

reimbursement, and development of specialized qualitgref indicators.
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IOM 2001 Recommendations for Improving Palliative Cancer Care

In order to fill the gaps described above, the NCPBeff-& Gelband, 2001b, pp.
50-53) made ten recommendations intended to improve thercbseractice and
financing of palliative cancer care. These ten recomm@a&mgaare collapsed here into
five program priorities. Each program priority involves thajor stakeholders named in
the report including: NCI, the comprehensive cancer cgriee Health Care Finance
Administration / Centers for Medicare and Medicaidvi®es, private insurers
represented by the National Association of Health Umdears (NAHU), the
professional organizations of oncologists, oncologyesjrand oncology social workers
represented by the American Society of Clinical OngpASCO), the Oncology
Nursing Society (ONS), and the Association of Oncol8ggial Work (AOSW),
respectively, as well as the American Cancer So¢E®S). Table 1 shows how each of

these program areas applies to each stakeholder.

Table 1 Matrix of Stakeholder Groups and IOM Recommendati  ons

Program Areas of IOM Stakeholder Groups
Recommendations NCI Comprehensive ~ HFCA/  Private Professional Non-
Cancer Centers ~ CMS Insurers  Organizations  Governmental
(NAHU) (ASCO, ONS,  Organizations
AOSW) (ACS)
Centers of Excellence
within Comprehensive v v - - - —
Cancer Centers
Improved
Reimbursement - - v v N -
Patient Information v - — — — v
Development of Practice
Guidelines and Quality v v - — v -

Indicators

Institutionalization within
NCI
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Centers of Excellence within Comprehensive Cancer CesitBecommendation

1 calls upon NCI to designate comprehensive cancer camensromising community

centers as centers of excellence in symptom contdopaltiative care. These centers are

to “play a central role as agents of national policgdvancing palliative care research

and clinical practice, with initiatives that address mahthe barriers identified in this

report (p. 50).” The following specific recommendationsler Recommendation 1 are

taken verbatim from the report (pp. 50-51). They constigubhon-exclusive list of

recommended activities for the proposed centers of ercelle

*

formal testing and evaluation of new and existing practice guidelines for
palliative and end-of-life care;

pilot testing “quality indicators” for assessing end-of-life caretla¢ level of

the patient and the institution;

incorporating the best palliative care into NCI-sponsored clinical &jal
innovating in the delivery of palliative and end-of-life care, including
collaboration with local hospice organizations;

disseminating information about how to improve end-of-life care, including
collaboration with local hospice organizations;

uncovering the determinants of disparities in access to care by tyinori
populations that should be served by the center and developing specific
programs and initiatives to increase access; these might include educational
activities for health care providers and the community, setting upachr
programs, and so forth;

providing clinical and research training fellowships in medical and surgical
oncology in end-of-life care for adult and pediatric patients;

creating faculty development programs in oncology, nursing and social work;
and

providing in-service training for local hospice staff in new palliatvaze
techniques.

Recommendation 2 calls upon NCI to require that comprehecanaer centers

participate in this area of research as a conditioea@ignition (p. 51).

Improved ReimbursemenBecause reimbursement practices and policies

prevent optimized palliative care, the authors, undepRetendation 3, call for the

Health Care Finance Administration to fund demonstngbijects for service delivery
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and reimbursement that integrate palliative care and paitgrife-prolonging
treatments throughout the course of disease. Prisiedrs, under Recommendation 4,
are called upon to provide adequate compensation for ence@flié (p.51). The needs
of dying children and their parents to receive extended adeqgaatmunication are
singled out for special mention as a problem for reimimese. A full assessment of the
success of the cancer palliation report at addressingdhisvould require that this
program area be addressed, but that assessment is ey@edpe of this thesis.

Patient Information. Under Recommendation 5, the authors call upon NCI, the
American Cancer Society, and other patient-oriented argons including disease-
specific groups, as well as insurance providers and phantizedecompanies, to provide
accurate, comprehensive, and reliable information aboaecgalliation at all points in
the course of the disease and survival by type and stagacdr (p. 51). The
information should be culturally relevant and suitablespecial populations.
Assessment of the success of the cancer palliatmortrat improving the quality of
information available to the public is beyond the scdpéis thesis.

Development of Practice Guidelines and Quality Indicatokéanagement of
physical and psychological symptoms is to be based (Recodatien 6, p. 52) on the
best available practice guidelines, supported by professionkds, funders, and
insurance providers. The authors call for the creatiaquafity indicators for patient
satisfaction, shared decision making, coordination of, @ar@ continuity of care for
accountability (p. 24). Recommendation 6 as it pertainssiarance providers is beyond

the scope of this thesis.
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Recommendation 7 calls for the creation of data sysgerfiicient to put

palliative care and end-of-life care on a par with &vtaspects of cancer treatment” (p.

52). The tasks for achieving Recommendation 7 reproduced Belb68) verbatim,

includes:

*

*

*

developing a core set of cancer care quality measures;

increasing public and private support for cancer registries;

supporting research and demonstration projects to identify new mechanisms
to organize and finance collection of data for cancer care quality studies;
supporting the development of new technologies, including computer-based
patient record systems and intranet-based communications systems, to
improve the availability, quality, and timeliness of clinical datavant to
assessing quality of cancer care;

expanding support for training in health services research and other
disciplines needed to measure quality of care;

increasing support for health services research aimed toward improved
guality of cancer care measures;

developing models for linkage studies and the release of confidentidiodata
research purposes that protect the confidentiality and privacy of heaih c
information; and

funding demonstration projects to assess the impact of quality monitoring
programs within health care systems.

Adoption of Recommendation 6 requires that professiomgrozations, NCI,

and third party payors develop evidence-based guidelines tgayimgsicaland

psycho-sociamorbidity. An implied dimension is the developmentroficators of

guality andaccountability as well asnformation systemandsurveillanceto measure

the effectiveness of palliative and supportive care, whddresses Recommendation 7.

Institutionalization within NCI. NCI should convene State of the Science

Meetings on palliative care and symptom control, undeoRetendation 8; incorporate

palliative care, symptom control, and end-of-life cate its research agenda, under

Recommendation 9; and review membership on advisory basidsy Recommendation

10 (pp. 52-3).
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Discussion

The authors of the 2001 IOM report on cancer palliationddbat patients who
are dying of cancer usually face an enormous burden sfqatyliscomfort, lost
functionality, and psychological stress, as well ag@ng possibility of economic
hardship. In this, patients at the end of life diffemnirother patients with advanced
cancer mostly by degree. Patients with advanced camoeiafbattery of physical
symptoms and psychological stress that often leadinioal psychological disorders,
which become more serious as disease progressest$diigmy of cancer face the
additional burden of spiritual and existential questiortgcivthey often have thrust upon
them precipitously because their health care providars, givers, and perhaps they
themselves too often avoid facing the approach of deathti@tievent is just days away.
Patients with advanced cancer including the dying suffefeptably through systematic
under utilization and over utilization of healthcarevases, ineffective management by
oncologists, nurses, and social workers, as wellcksdbaccess and poorly coordinated
care. Racial-ethnic minorities and children are esdgaialnerable in this regard.

In order to address these gaps the authors of the 200Xd@ivt on cancer
palliation made ten recommendations to improve rebearactice, and reimbursement
for palliative, supportive, and end-of-life care, and tprove the quality of educational
materials oriented toward the patients with advancedecand their loved ones. Taken
together these recommendations represent a complexizaganal innovation, which
the NCPB sought to induce by publishing the report.

In conclusion, the theory of diffusion of innovatiagygests reasonable

explanations of how adoption patterns reflect the ghagent’s success at its role. The
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NCPB, made up of central network members from a broad regEstemic
communities with a patient-focused mandate and broadnegpaiach that is the unique
contribution of the IOM in US medicine at the natibleael, was uniquely qualified to

call for the changes recommended in its 2001 report ccecgalliation.
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CHAPTER 4. STUDY DESIGN, DATA AND METHODS

This chapter describes the study design, data and method®s eseduate
research and practice stakeholder acceptance of and astibe recommendations
advanced by the NCPB report on palliative care for cafiedey & Gelband, 2001). The
study design is that of a single relevant case studytfdoretical framework is diffusion
of innovations and policy entrepreneurship in the comean epistemic community.

There are two research questions. The first addressaatibaal cancer research
community’s response to the recommendations directeédTbe second research
guestion assesses the responses of professional otigarsiza recommendations
regarding the development of guidelines and best pradbicehe provision of quality
cancer palliation, end-of-life and supportive care. Theyasatiemonstrates the
acceptance or rejection of changes proposed in the f®podmparing organizational
behaviors to the report’s recommendations during threedseoibtime: the pre-
deliberative period (1994-1996), the deliberative period (1997-2001)hanmbst-
deliberative period (2002-2005).

Grounded theory based on Foley and Gelband (2001) was usedhit s@arch
terms or keywords for document review and content aisalyee keywords were used to
search specific websites and to use search enginedentorguide document review.
The same keywords were used in content analysis inteadegrch databases including
the NCI research budget databases and professional joatabhases, primarily for the
development of adoption curves for NCI-funded researgalliative cancer care, and
relevant publications in professional journals. Documewview and expert interviews

were also used to illustrate how adoption decisions meade by organizational
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stakeholders in a historical sense. The concerns abtdity and reliability for this
study are first listed below, followed by the specifiadimoels for addressing each research

guestion and its related hypotheses.

Study Validity and Reliability

This section addresses issues of validity and religlnlithis case study design.
Construct validity was established by addressing cancarofsand treatment practices
that attempt to address the broadest practicable extém BICPB’s recommendations.
Internal validity was established through theory-basedigireds and pattern matching
as well as an argument that addresses rival explasa#ds this case study addresses a
rare event, the results are not easily generaliz@bkeats to reliability, therefore, are

largely from the selective coding of the report’s text

Construct Validity

There are three problems of construct validity in theollyeses. The first is that
the hypotheses do not address third party payors or the desaiopnd distribution of
informative materials for the general public. The sekis that recommendation 7
addresses surveillance, computer-based information syshtaechslata storage and
retrieval as general issues within cancer research aatdhtrst. This makes the impact of
recommendation 7 nearly impossible to assess. Theishindt recommendation 10,
addressing a review of membership on national advisory hdandst addressed at all.

Broadly speaking, the six hypotheses of this thesis adddesgion of the
NCPB’s recommendations in the areas of cancer rdsaarttreatment practice, but they
do not address adoption of recommendations as they adhiresgarty payors, or

educational materials intended for the general public. dper addresses activity
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related to the development of the science of candiatpan among cancer researchers
and those who treat cancer rather than the exteqiality of cancer treatment that is
provided and paid for by insurance providers. Conceptually, theoedc constraints and
concerns of insurance providers could very easily dera# maslementation of
scientifically valid palliative treatments developed laycer researchers and those who
treat cancer. By the same token, because informatenedédor the general public was
not addressed in these hypotheses there is no way te #ssegiality of information that
informs patients’ informed participation in decision nmgkiThese limitations might be
serious if the science of cancer palliation was nasictered to be in its infancy when the
NCPB took up cancer palliation. Since the focus of ttesaech is the development of
the science of cancer palliation, it seems reasonbhlehe case can be made without
directly addressing the politics of personalities on adyibodies suggested by
recommendation 10.

The other issue of construct validity arises from galmecommendations by the
NCPB for the improvement of computer-based surveill@amcedata storage and retrieval
within recommendation 7. Because this recommendatiomiscaat cancer research and
treatment in general it is not valid to suggest rejedfithe search terms are not
productive in connection with palliative care and symptomtiol. Conversely an
increase in hits on these search terms not speciiallative care and symptom control

would not necessarily suggest adoption.

Internal Validity

The theoretical framework of this thesis has an exkplausal relationship. The

NCPB as an epistemic community sought to induce a commiexation with



55

organizational and technological components among adgeieeous community of
potential adopters. The two research questions addressghet of the report on cancer
palliation research and palliative cancer care.deiserally hypothesized that adoption
patterns will follow an S-curve with data broken dowrybgr through clearly defined
pre-deliberative, deliberative, and post-deliberative periblis. approach, which is
typical of innovation diffusion research, depends otepatmatching.

However, one can also examine the face validithefassumption that the 2001
report on cancer palliation could cause changes in caesearch and practice. To do
this one must consider the likelihood that the NCPBildidave the influence to elicit
such changes. One must also consider the likelihoodrbgtexr entity, unaffected by the
NCPB, would have stimulated such changes. In the lagitehit was established that
NCPB was made up of centrally placed experts in a maragk of fields. As a member
body with IOM, viz. the medical and public health components of the Nalion
Academies, the NCPB is a highly prestigious nationalsghdlarly body, whose focus is
on the solution of medical problems from a health pgliesspective. No other
organization at the national level plays that roleekms reasonable that if medical care
practice did evolve along the lines prescribed by the NCB&iser palliation report,
with good pattern matching the report may have had thet efésored by its authors.
Seven expert interviews are used to augment internaltyad@sed on pattern matching.

A final issue of internal validity is to suggest a mathm or mechanisms by
which the report may have influenced its organized stakelsolfieraddress this we
return to the seven roles of the change agent establiskdpter two, which include 1)

establishing the need for change, i.e. convincing potentigtady 2) establishing
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credibility of the change agent; 3) diagnosing problemsrdating an intention on the
part of clients to change; 5) translating that intentido action; 6) stabilizing adoption
to avoid discontinuation; and 7) ending the relationship wherchange is successfully
implemented. If the NCPB was able to establish the fezechange but failed to
convincingly define the problem then general search teroid t@ expected to be
productive, but more specific search terms would not bause the stakeholders would
address the problem along different lines. If the NCRIBddo create a real intention to
change or the intention to change never got translate@dation, even after establishing
the need, we might expect to see initial adoption foltbwe discontinuation. If the
adoption patterns follow the S-curve or an increasingiti@e then discontinuation has
been avoided. If the adoption patterns follow a flat {lmen the innovation has been
rejected. The NCPB'’s role as change agent ended i20& with its reorganization as
the National Cancer Policy Forum. The type of inflleetitat the NCPB had with the
cancer palliation report on the targeted stakeholdens, i# be explained theoretically

by the adoption patterns.

External Validity

This case is unique because of the scope of the innoeatiomell as the extent to
which it is a radical departure from traditional pracbé@ncology research and practice.
The NCPB, as a component of IOM, proposed coordinatedationms in all aspects of
the health care system including research, practicefuamling of palliative care, in
addition to which patient and family education and empowet were systematically
addressed. The proposed innovation addressed cancer pallidtioh has not been a

component of the US cancer program in place sinceftderath of World War 1. As a
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result there were found significant gaps in treatmeti@flying in the United States,

particularly those with cancer.

Reliability

The search terms or keywords to be used for Internaette=aof specific websites
and database searches of specific databases weredsalpdi@i through selective
coding of the cancer palliation report. While grounded theoay involved process (see
Strauss & Corbin, 1998), which begins with open codimgy,discovering categories, and
axial codingyviz. relating categories to each other, it is not apprapfa@tthis study.
Rather, selective coding, which depends on the work adsrag in previous phases, is
the appropriate choice because the cancer palliagumrtrprovides clearly deliberate
speech. The task of naming categories and relating te Wees already done with clarity
and consistency by competent bench and social scgeatistg lines that were relevant to
their intentions. If this research included separate opéragial coding of the report’s
text some of that intentionality and overall religgilvould be lost. Any loss to

reliability, then, lies within the selective coding, wiis unavoidable.

Research Question One

The first research question addresses whether NCI amdbthigrehensive cancer
centers have incorporated cancer palliation as a réspaccity. The entire record of
NCI extramural funding, including the comprehensive canagtecs, is available
beginning in 1998. Prior NCI extramural funding and the Ni@imural program
funding are available from before 1994; however, thesestaties are in summary
format and therefore limited. Document review of thel I other NIH websites is

supplemented with expert interviews to establish NCI supewvigractices that affect its
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regulation of the comprehensive cancer centers, thettof relevant state of the science
conferences as well as changes in the editorialipslaf professional journals.

Expert interviews were conducted with authors of the 2001 i€ddrt on cancer
palliation, Kathleen Foley (4/25/2007), Helen Gelband (4/25/2007Caades Cleeland
(5/11/2007) to discuss findings for Hypotheses 1 — 4. These mtefocused on NCI
efforts to establish a locus for palliative and end4ef-dare and symptom management,
increase funding of research that addresses these gsnaed establish centers of

excellence within the cancer centers.

Hypothesis 1 — NCI has conducted state of the science conta®and published
proceedings on palliative care and symptom control resulting ileacand prominent

research agenda that is followed by NCI and the comprehensareer centers.

This hypothesis addresses the overall institutional respoidCI to NCPB
recommendations that palliative care and symptom cologrédrmally and
systematically incorporated into the NCI's work. Thare two points to this hypothesis.
The first is to determine whether NCI conducted statbetcience research and what
findings there were. The second point is to establisétiner or not an institutional locus
has been found at NCI for palliative care and symptomtrabh and if so to describe it.

Data. The portions of the NCI and NIH websites which addstste of the
science findings were reviewed online. State of the seipnuceedings that address
palliative care were reviewed online. Document reviewsed on communications
relating to the portion of the NCI website that commigates information to health care
providers and the general public, and the portions of tHewé@site that communicate

about the NCI organizational structure. A snowball samgpihethod was used to find
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online documents that reveal a concrete organizatiespbnse to the problem of
providing palliative care and symptom control that marsféstough the organizational
structure, budget, publications, and regulatory structures bf@®é&n-ended expert
interviews supplement information from the NCI website.

Analysis.Document review established the relevant organizationadtare at
NCI, and priority as a function of budget growth, as \aslthe visibility of NCI's efforts
in palliative care and symptom management. They suggestitrity of palliation and
symptom management in the context of NCI's largeceaprogram, including the
amount of funding and overall integration with other pties. These findings were
corroborated by expert interviews with Andrea Denicofbweads the NCI Palliative
Care Working Group on 5/2/2007. Expert interviews were dgteongated with NCI
Office of Science Planning and Assessment Director @Ghehiols and NCI Office of
Cancer Survivorship Director, Julia Rowland. Dr. Nichadglined to be interviewed and
Dr. Rowland did not return telephone calls or reply-toal messages.

Because of the existing locus in end-of-life care reseaithin NINR, expert
interviews were also attempted with NINR Director, R&trGrady and Alexis Bakos,
who was identified by Andrea Denicoff as the managerefNINR end-of-life portfolio.
Dr. Grady did not return phone calls or respond to dsmiar. Bakos declined to be
interviewed but gave permission to cite the informatiansdnt in her e-mail (personal

communication, 5/4/2007).
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Hypothesis 2 — NCI has shifted emphasis in funding to prioritizaliative care and

symptom management.

It is expected that indicators of palliative care andgpm management will
show S-curves when graphed by year through the pre-deliee(2894-1996),
deliberative (1997-2000), and post-deliberative (2002-2005) periods,tindieaoption
of the report’s recommendations through the theoryféision of innovations. It is
further expected that adoption will begin to increaasdy in the deliberative period
because of increased public attention to the issues raiskd 2001 IOM report on
cancer palliation and that research-based adoption cuiésad adoption curves in
professional journals by one or two years as new reséadihgs get translated into
journal articles. These adoption curves should shotststally significant linear trends.
Another outcome of interest is changes in trends Rigbal Year 2002 as the change
point. Statistically significant changes in trends in 26@% indicate impacts of this IOM
report on patterns of NCI funding.

Adoption curves were graphed as far as the data allowe@detl 998 and 2005.
The following indicators were used: proportion of pragembmpared to the overall NCI
research agenda (extramural 1998-2005 and intramural 2000-2005), anopbktional
amount funded compared to overall NCI direct spending sgareh (extramural only
1998-2005). Online databases were queried to identify records haviagvithd
palliative care and symptom management through keywordsaoehsterms identified
below (initalics).

Data and Limitations.Information about extramural research grants, including

funded amounts, was available for fiscal years 1998 throughtBB@igh the NCI
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Division of Extramural Activities (DEA) site on the NEunded Research Portfolio
database (2006). For fiscal years 2000 through 2005 the Inteadafiancer Research
Portfolio (ICRP) database (2006) and the NCI Cancer Rdslantfolio (CRP) database
(2006) provided information about NCI extramural grants atrdnmural research
projects. The International Cancer Portfolio Pagraee governmental and non-
governmental organizations in the United States and thedJKitggdom that fund
cancer research (2006). All three search engines allowatbké searches of their
databases. In addition, the ICRP and CRP databasée c@arched using the Common
Scientific Outline (CSO). Both the DEA and CRP databas=e searched using NCI
Special Interest Categories (SIC). Both CSO and SIC aegessent systematic
classifications by qualified reviewers, and are consid&réxd more reliable than
keyword searches of titles and abstracts.

The CSO includes six categories of biology, four categaf etiology, six
categories of prevention, four categories of eartect®n, prognosis and diagnosis, three
categories of scientific modeling, seven categorieseatitnent, none of which explicitly
address supportive or palliative care, and nine categore&moér control, survivorship,
and outcomes research including end-of-life care, pat@etand survivorship, and
medical ethics. SIC codes include cancer survivorshiggcalitrials for therapies, as well
as hospice, nursing, mind/body research, pain but not syhgstoms, palliative care,
and rehabilitation. See the CRP site for a compistied of CSO and SIC categories.

Databases were extracted from these three datalsisgpredetermined
keywords in the search engines of each database, makxighom use of the CSO and

SIC codesPalliative carewas operationalized gslliative care, end-of-life careggnd
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supportive careSymptom managemenas operationalized ghysical symptoms
management includingain, dyspnea, nauseadvomitingor emesis, fatiguegnd
dementiaandpsychological symptomacludinganxiety, depressigranddelirium.
Suicide/euthanasiandfunctionalitywas searched as well because these terms have been
linked in the literature closely with related issuesanaer palliationOncology
oncologistsnursing nurses social work andsocial workersvere searched as pairings of
profession and professional groups in conjunction withgialé care, end-of-life care,
and supportive care. For example the Boolean logithfitst paring was (Oncology

OR Oncologist) AND (Palliative Care OR End-of-Lif@@ OR Supportive Care).
Hospicecare was similarly paired as weraining programs, clinical trials, quality,
accountability, indicatorsAccountability indicators were further divided irgatient
satisfaction, shared decision making, coordination of care, and continuigrefThese
terms were also paired with the SIC tegpalliative careon the CRP database.

Records identified from each of these queries were saéticrosoft Excel
worksheets, imported into SPSS, and coded fod#t@baseon which the query was run,
keywordas well as the following fields: project identifierglunding contract numbers
andfunding mechanisméunded organizatiorgextramural) oNCI division(intramural),
principal investigatoy project title funding periodsyear, andfunded amounfThe entire
extramural budget for 1998-2005 was extracted from the DE Adaseavithfunded
amounts Once all the queries were extracted, individual recfindsach grant and year
were consolidated by aggregation. Sums were calculateddimg variables, each
representing a unique combinationpodject identifier keyword thedatabaserom

which it was identified, and theroject year The result was a database that identified
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keywords, project information, and the databases on whe&keywords were run for
each year of each project.

Total research budgets for NCI were obtained from the Rt Books (NClI,
1998-2005). This information allows the determination of thebwr and funded total of
palliative care, end-of-life care, symptom managemedtsaipportive care research as
absolute quantities and as proportions of NCI-funded relsead NCI-funded
comprehensive cancer center research activities. Tdtahexral budgets and the total
number of projects were used as denominator data foatt@ation of relative
frequencies. Where there was no result from a clesapgrior dataset on a given search
term, Krippendorff'sa was calculated on all fruitful query results on tindicator.
Appendix A provides a detailed account of how the data weraated and aggregated
across data sources. There are problems with missiagflowships were excluded
from the analysis because they are not covered wéltidbthree online databases.

Analysis.Data for each search term or aggregate were graphed o ysFaoow
adoption curves. Budget amounts were adjusted to 2001 dolleositirol for inflation.
Two types of pattern in the data were of interest. fifeepattern was that there would be
a consistent trend in the data, either increasing itidgcadoption, or negative to flat
indicating rejection. Either would suggest a pattern cdingiwith the NCPB’s
deliberation and continuing through the post-deliberativeg@eA non-parametric test,
Chi trend, see Greenland (1998) and Mantel (1963), was usedhilisbsstatistical
significance of the proportion of grants that fit ie@ch research category identified in
the selective coding of Foley and Gelband (2001) aboveraupetric test, t scores from

univariate regression using the proportion of extramuralifgnfor each research
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category from Foley and Gelband as the dependent vaaaflléeme as the independent
variable, was used to establish statistical significarfi¢teends in funding.

The second pattern of interest was a clear changelpEgnining in Fiscal Year
2002, which would indicate a change in funding levels\wmtld coincide with
publication of the 2001 IOM report on cancer palliatiorméthod used to assess the
significance of changes in trend in Economics was densd (Cashin & McDermott,
2002; Watson, 1994), but discarded because the data lack faligyvaistead, change
points at Fiscal Year 2002 were identified by visual inspedaifayraphs of adoption
curves. These change points were describeghparent Appendix A describes

significance testing for this hypothesis in detail.

Hypothesis 3 — NCI has amended its guidelines to require gwhprehensive cancer
centers engage in palliative care and symptom management as atcamadi NCI

recognition.

This hypothesis addresses the contractual relationship éretM@l and the
comprehensive cancer centers and whether NCI has usedtitsl ties, i.e. authority, to
compel the comprehensive cancer centers to addressipaltiare and symptom
management. The point of this section of this resganaject is first to determine
whether or not NCI has made this formal requirementtlagia to determine, if so, what
supplemental measures, or if not what alternative aneast may have taken. This is
accomplished through expert interviews and document review.

Data. Cancer Centers Branch guidelines for Cancer Centero8ugpant (NCI
Cancer Centers Branch, 2004) were reviewed. In additiergdncer centers websites

were searched for references to cancer palliati@ymptom control. An expert
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interview was conducted with NCI Cancer Centers Br&iaief, Linda Weiss on May 2,
2007 to discuss whether the Cancer Centers Branch hasnenild recommendations
of the 2001 IOM report on cancer palliation for the aogadf centers of excellence in

palliative care and symptom management through the ceentars.

Analysis.Document review established the Cancer Center Brafatmsal policy
regarding whether or not palliative care and symptom marageshould be mandated
to the comprehensive cancer centers, and what additioafiémative steps were taken
to assure that these priorities were being addressedjuldelines reviewed include the
last grant guidelines written for the cancer centergrbeahe reorganization of the NCPB

at the end of 2005.

Hypothesis 4 — The cancer centers and comprehensive cancegexehave reorganized to

incorporate palliative care and symptom management into theieesh agenda.

This hypothesis is based on analysis of NCI researdatirfg for the
comprehensive cancer centers taken individually and a®kewhwas expected that as a
whole the comprehensive cancer centers would conducteaasingly large proportion
of cancer palliation and symptom management projectskaowd an overall trend toward
increasing the proportion of NCI research projects wbbyeeach indicator and the
funded total of those projects, between 1998 and 2005.

Data. The same dataset used to evaluate Hypothesis 2 was doedidecords
where a cancer center, with and without comprehentaess was identified as the
research institutionSee Appendix A for a full account of how this datasas w

assembled.
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Analysis.As with Hypothesis 2, adoption curves were used to evatitextds and
change points. Budget amounts were adjusted to 2001 dollewsttol for inflation. The
Mantel chi trend (1963) was used to establish statisticaifsignce of the proportion of
grants that fit into each research category identifigtienselective coding of Foley and
Gelband (2001) above. T scores from univariate regressiog tigrproportion of
extramural funding for each research category fromyFaiel Gelband as the dependent
variable and time as the independent variable were ussdablish statistical
significance of trends in funding levels. Apparent chgngats at Fiscal Year 2002 were
identified by visual inspection of graphs of adoption curves. Appehdescribes

significance testing for this hypothesis in detail.

Research Question Two

The second research question asks, “How did the 2001 1Ot re@p cancer
palliation impact the practice of palliative cancere@arArticles published by
professional organizations, all of which publish articteéended to guide the practice of
oncology, oncology nursing, and oncology social wordtenused to describe practice

patterns.

Hypothesis 5 — Professional organizations developed best practicascordance with the

state of the science and their professional interests.

Document review was used to test this hypothesis. Inteeaethes identified
policy statements and statements regarding best psaciibese position papers were
discussed in Chapter 7 both in terms of subject matidregtent of the general
agreement or disagreement with the NCPB’s constructipalbative and supportive

care and the priorities set forth in Foley and Gell@0@1) and NCI state of the science
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statements. Expert interviews were attempted with peoyddved in the development of
practice guidelines of the websites of the Americanebpof Clinical Oncology, the
Oncology Nursing Society, and the Association of OngplBocial Work in late April
and early May 2007. Of these only Linda Eaton (5/2/2007) oDtieology Nursing
Society was available to be interviewed.

Data. The principal data for Hypothesis 5 are the websitéseoAmerican
Society of Clinical Oncology, the Oncology Nursing etg and the Association of
Oncology Social Work. The portions of these websitas present palliation-relevant
policy statements and practice guidelines were reviewedwandarized.

Analysis.Grounded theory was used to evaluate both policy stateraedt
interviews. Open coding was used to identify issues raiséloelsg sources. The universe
of issues raised by the document review and expert intervias€ompared with the
universe of issues raised in the 2001 IOM report on canceatpaili Axial coding was
used to develop relationships among the issues raisedeBsdiy the professional
organizations in developing guidelines was discussed irothitext of professional
organizations’ function within the health care systemad, &hat that function implies for

the collective orientation of oncologists, oncolagyses, and oncology social workers.

Hypothesis 6 — Professional journals published an increasing numidifearticles on

palliative care and symptom management during the study period (23365b).

It is expected that the articles in professional jowmall reflect increased
interest and attention to qualitative research, psycla@bgymptoms and patient
participation in decision making relative to cancer @am®ng the pre-deliberative (1994-

1996), deliberative (1997-2000), and post-deliberative (2002-2005) periodsliOver



68

trends show increasing or decreasing interest in indgatentified in Hypothesis 2
throughout the deliberative and post-deliberative periodsewhiénge points at 2002
show responses to publication of the 2001 report on palliatresf@acancer.

Data and Limitations.The principal data for addressing this hypothesis come
from three clinical journals from the professionatisties of oncologists, oncology
nurses, and oncology social workers. Newsletters ffe@®e organizations were not
reviewed. The clinical journals include:

From the American Society of Clinical Oncology

1. Journal of Clinical Oncologyfirst published 1983)
From the Oncology Nursing Society

2. Clinical Journal of Oncology Nursinirst published 1997)
From the Association of Oncology Social Work

3. Journal of Psycho Social Oncologfyrst published 1983).

PubMed (National Library of Medicine, 2006) searches efiimical Journal of
Oncology Nursing@nd theJournal of Clinical Oncologyvere conducted using the
indicators identified in Hypothesis 2. See Appendix Bafaetailed accounting of the
procedures for data extraction and significance testing r@&der is advised that there is
lack of consistency in the format in which these kati@re available. Thiournal of
Psycho Social Oncology &vailable as hard copy only until 2005 and the others are
available in electronic format for every year theyevpublished. Th€linical Journal of
Oncology Nursingvas first published in 1997. Mixed use of multiple searghnes and

hardcopy abstracts would have created serious problemsahgthility. To maximize
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reliability statistical analysis was only done with @ieical Journal of Oncology
Nursingand theJournal of Clinical Oncology

Analysis.Adoption curves were created and evaluated ycingq. These curves
were visually inspected for change points at calendar3@gait. This cutoff is different
from the Fiscal Year 2002 cutoffs used in Hypotheses 2 &edause the NCI fiscal year
actually begins October first of the previous calenaar yand the 2001 IOM report on
cancer palliation was published in June when the NCI Fréear 2002 budget could be
expected to already have been largely in place.

To supplement the loss of information from the PubMed gremwits, query
results for theClinical Journal of Oncology Nursingnd theJournal of Clinical
Oncologyas well as hardcopy abstracts of Joernal of Psycho Social Oncologsere
reviewed for content. These results were summariz€&thapter 7 before presentation of
the statistical analysis. Expert interviews wererafited with editorial staff and officers
of all three journals. The interview questions expldred the journals address issues of
symptom management, and patient communication, howdherial policy has evolved
since 1997 and 2001, changes in the quantity and focus of adtiickgnptom
management and patient communication, challenges draateresponses to those
challenges, and the impact of increased emphasis ch@spcial issues in oncology on
the practice of oncology, oncology nursing, and oncolegjaswork. Interviews were
conducted with Rosemary Carroll-Johnson (5/3/2007) and Pa®&ama (5/10/2007)
regarding the evolution of editorial policies concerniagaer palliation and symptom
management at th@linical Journal of Oncology Nursingnd theJournal of Clinical

Oncology respectively. An exemption from Rutgers IRB reviewtfaese interviews was
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received March 20, 2007 on the grounds that the interviews dmnstitute research on

human subjects.
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CHAPTER 5. NATIONAL CANCER INSTITUTE (NCI)

This chapter presents the findings for the first two hiyeses, which address 1)
institutionalization of palliative and end-of-life canedasymptom management at NClI,
and 2) trends within the portion of the NCI research pbetfiedicated to those
concerns. The IOM Report (Recommendation 8) calletNf@Iirto convene state of the
science meetings in palliative care and symptom conttuth would lead to a high-
profile research agenda. It also called for NCI to esstalln institutional locus or loci for
palliative care, symptom control and end-of-life c®eqommendation 9). NIH held
state of the science conferences in July, 2002 and Dece?2@l®d on symptom
management and end-of-life care, respectively. NCI dpeel an institutional locus for
palliative and end-of-life care and symptom managemethieiform of a low-profile and
informal working group, as well as some other more visiaifestations of effort
within the Office of Cancer Survivorship and the online @ysician Data Query
(PDQ) database. There were proportionate growth triarttie NCI research portfolio of
palliative and end-of-life care and symptom managemetetrms of the total number of
projects and share of the extramural budget. Taken tog#tieprovides clear evidence
that NCI has begun to institutionalize palliative card aymptom management, although

growth in size of the research portfolio has been stode

Hypothesis 1 — State of the Science Activity and Institutical Locus within NCI

An NIH consensus conference on symptom managemecaifaer was held in
the summer of 2002. NCI was a primary sponsor. The acamferaddressed symptom
management along lines called for in the 2001 IOM reporaoner palliation. The

agenda included descriptive analysis of specific ideatibo of gaps in assessment and
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measurement, recommendations for effective symptom mareageand avoidance of
barriers to care of high quality. However, the confeeswas limited to pain, fatigue, and
depression, and did not address dyspnea, nausea, anx@igndive difficulties.

The conference participants (2002) recommended furthercesea
conceptualize pain, fatigue, and depression with standdrdizasurement including
individual diagnoses and assessment of incidence andl@nee, in order to address the
needs of the general population and groups that facetsatoi access. The proceedings
included recommendations for treatment and called foicalinesearch to improve the
science of managing pain, fatigue, and depression, includmgatlitrials. In the health
care delivery policy arena, the proceedings also calleflifaling of symptom
management research and research to identify bamwieese of high quality. In essence
the conference participants echoed the concerns expiestee authors of the 2001
IOM report on symptom management, however, on a shariestef symptoms. The
symptoms not addressed include important end-of-life cascer particular dyspnea
and cognitive difficulties, which can be the resultduofy and brain metastases,
respectively.

The NIH consensus conference on end-of-life care widddte in 2004. The
consensus statement is discussed here because Kd&tblegrsuggested that it has a
bearing on the success of the 2001 IOM report on cancertipall{personal
communication, 4/25/2007). However, its importance to thisaret must be qualified.
NCI was only a cosponsor of the conference, althougrRNAMas a primary sponsor.
Recommendation 8 (Foley & Gelband, 2001b, p. 53) callsifdd@l-convened “State of

the Science Meeting on palliative care and symptom abhWhile NCI participated in



73

the 2004 consensus conference it did so quite modestly ipaztaon to the NCPB'’s
recommendation because the conference was not an Ki@liwel This makes the 2004
consensus conference remarkable.

The 2004 consensus conference on end-of-life care isaatsrkable in that its
findings echo the state of end-of-life care at theetthe 2001 IOM report on cancer
palliation was published. Specifically, there were serfmodlems of measurement in
end-of-life care. The conferees sought to define thesitian to end-of-life and found a
lack of clarity as to what constitutes end-of-lifelliption, and hospice care, which
interferes with the development of science acrossdh&nuum from basic to bedside.
One notable issue is the difficulty in determining thatients have moved to the end-of-
life portion of the continuum of care. Outcomes dteronot based in evidence.
Interventions are untested and difficult to test becatipeoblems with validation,
including problems with interviewing and otherwise collectintadeom the dying. This
suggests that not only has NCI not moved into a cemtiglalong with NINR, in

developing end-of-life care, but that the field also nesianderdeveloped.

Cancer Control at NCI and the Cancer Centers Program

Rettig (1977) traces the origins of cancer control andéneer centers program
at NCI. Since the 1960s the NCI cancer centers prograsolght to bring together
within and across institutions the means to coordinate hadiclinical or translational
research in cancer diagnosis and treatment (NCI, 268attig). From their beginning
the cancer centers acted as change agents fillingaaitedtgap between cutting edge
cancer research institutions and private physicians (Reitighe beginning of the

cancer centers that gap extended to medical schools, talight little about oncology
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because of the underdeveloped state of the science. Thiewugtandate of the 1971
National Cancer Act, cancer centers develop and diss¢enapplied techniques, but NCI
cancer center grants do not support screening or treaéxegipt to advance research
priorities (NCI, 2007d; Rettig). One goal of the programdlasys been to maximize
geographic coverage so that distance from state ofttlksaemination facilities is
equitable and minimal. The cancer centers develop technigeascer control, which
addresses diagnosis, prevention, and treatment incluehadpilitation and counseling for
patients and their families.

Cancer control has its earliest roots in provisiortheforiginal cancer act of
1937 (Rettig, 1977), which authorized cooperation between NCltatellealth agencies
for the “prevention, control, and eradication of car(peb0).” Before 1960, NCI
conducted a program of direct aid to state and localthpedigrams in order to provide
cancer clinics, home nursing care, some follow up, latkvay the poor, statistical
research, and education. Modest funding and the conneetio health departments--not
the better private or university-connected cancer reséastitutions--led to the
program’s failure and transfer to the Public Health Serwhere its decline continued
until it was partially defunded in 1970. The cancer comrogram was returned to NCI
by the National Cancer Act of 1971 (Rettig), which expandé&mallow inclusion of the
best private and university institutions, with their comioss to teaching hospitals, and
focused it on translational research aimed at thefdiais, prevention, and treatment”
(NCI, 2007c, p. 5). The mandate for NCI-supervised cancdraiavas expanded in
1978 to include rehabilitation and counseling (NCI, 2007e). Thatlata was further

expanded in 1985 to include research on rehabilitation andelingn for care givers and
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continuing care, i.e. survivorship, for patients and tfaamilies (NCI, 2007e).
Legislation from 1993 calls for the development of psysboial interventions geared
toward quality of life (NCI, 2007e).

From as early as 1993, NCI was fully empowered by legislab implement
recommendations set forward in the 2001 IOM report onecgualiation that pertain to
it. The cancer centers exist for the purpose of magearch institution-driven cancer
control, which since 1993 includes psycho-social intervastisupport of cancer
survivors, and counseling of patients, their families, lsealth care providers.

The evolution of cancer control is really the stofguccessful research through
which cancer was transformed from a death sentencl®ibgderm chronic disease with
a significant burden of physical and psycho-social symptdrhe increasing role of the
cancer centers as agents of cancer control has nmeatihé best of the cancer research
infrastructure has been brought to bear on cancer ¢ontrich has increasingly become

concerned with helping cancer patients and survivorsecati® cancer and its aftermath.

NCI Institutional Locus for Palliative and End-of-Life Care ath Symptom Management

Shortly after publication of the 2001 IOM report on cargadhation a working
group to address palliative and end-of-life care and sympbanagement was formed at
NCI. The existence of the working group was establisheeldbais an expert interview
with Andrea Denicoff, who coordinates the working group fromhivw the Cancer
Therapy Evaluation Program (personal communication26{27). The working group
was established in 2001 shortly after publication of the 2004 ri€port on cancer
palliation. An unpublished slide presentation created byatbrking group (n.d.)

establishes that the working group was created in diespbnse to Recommendation 9
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of the 2001 IOM report on cancer palliation. This workingugravas intended to be
interdisciplinary and to span NCI divisions and offiaesider to coordinate NCI's
activities in order to meet the mandate embodied iRewendations 8 and 9. The
approach creates multiple loci in the NCI Division€Laihcer Treatment and Diagnosis,
Cancer Prevention, and Cancer Control and PopulaticafieSt

The history of NCI's Palliative Care Working Group ifgtthrough two slide
presentations obtained from Andrea Denicoff (personahwamication, 5/2/2007). The
first is material for a presentation to the NCI diogan September of 2003 on the NCI
response to the 2001 IOM report on cancer palliation (Ridllative Care Working
Group, 2003). The second presentation describes NCI casé@ining, and education
efforts to improve cancer palliation and was made toérttenational Union Against
Cancer (UICC) World Cancer Congress in July of 2006 (R&liative Care Working
Group, 2006).

The first presentation (NCI Palliative Care Workingp@o, 2003) applies the
2001 IOM report on cancer palliation redefinition by defgnit as 1) intended to improve
guality of life by attempting to relieve physical, psychgpdal, social, and spiritual
distress; 2) relevant to the entire continuum of cacass from diagnosis to the end of
life; and 3) to be coordinated with curatieti-tumortherapy. The presentation takes
note of the redefinition of palliative care by the \lddrealth Organization in October,
2002. Palliative care now spans five periods beginning withndisis and including
initial treatment, survivorship, recurrence or progressami end-of-life. It follows from
this that the NCPB has successfully established the toeghange the definition of

palliative care within NCI.
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The workload of palliative care research at NCl wasdégtiamong the Division
of Cancer Prevention, the Division of Cancer Corarad Population Studies, including
the Office of Cancer Survivorship, and the Division of €arnlreatment and Diagnosis,
including the Office of Cancer Complementary and Altameaiedicine (NCI Palliative
Care Working Group, 2003). The pages regarding Working grosipigots taken about
the definition of palliative care and the distributionaafrk within NCI were identical in
both slide presentations (2003, 2006).

The Division of Cancer Prevention was responsiblesyonptom management
and supportive care research from diagnosis to the begiohthe survivorship period
and from recurrence to the end-of-life (NCI Palliativer€Working Group, 2003). The
2003 presentation to the Director cites clinical triaider the Community Clinical
Oncology Program (CCOP) and other projects as evidenite axdtivities in symptom
management and supportive care. According to the slide pagsangl CCOP clinical
trials were conducted addressing pain, menopausal symptoensigaand fatigue,
nutrition, cognitive difficulties, depression and dimirasl quality of life, nausea, oral
and gastrointestinal difficulties. This list does nafuile dyspnea or anxiety. That list of
symptom concerns was unchanged according to the 2006 NEhtaiasn to the
International Union Against Cancer Congress (NCI RaleaCare Working Group). The
current Division of Cancer Prevention website lists 71D@Clinical trials in supportive
care and symptom management (2007). The 2007 list does not inwundgausal
symptoms or gastrointestinal difficulties but doesudel anxiety, hair loss, and
lymphedema or swelling. The presentation does not disaggtégaténical trials to a

particular research topic. In addition, 31 other grantslhative care at the Division of
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Cancer Prevention were added by Fiscal Year 2002 to theB®¢he funded in Fiscal
Year 2000. Most of these grants in both years were duleadt patients undergoing
curative therapy.

The Division of Cancer Control and Population Studiesfplar in palliative care
research consisted of three elements (NCI Palli&@ae Working Group, 2003),
including the Office of Cancer Survivorship, the Behavi®esearch Program and the
Applied Research Program. In Fiscal Year 2002, 49 grants agkled to 41 Year 2000
grants, more than doubling the number of the Office of &@a8arvivorship grants to 90.
In both years one in eight grants addressed the ne@asliatric survivors. Under the
Behavioral Research Program grants and contracts wareled in communication and
information research, behavioral research, and relsggmared toward management and
coordination of palliative care. Under the Applied Resled&rogram grants were
awarded that focus on patterns of care at the enceptifveloping quality indicators,
improvements in palliative care for patients with acvahlung and colorectal cancer,
development of quality measures through outcomes reséganblational research, and
health services, and economic studies.

The Division of Cancer Treatment and Diagnosis paatfiol palliative care
research consisted of 29 quality of life clinical tri@d&C1 Palliative Care Working
Group, 2003). The Office of Complementary and Alteratedicine portfolio included
requests for applications in end-of-life care in cancertdlV/AIDS, cancer center
research in complementary and alternative medicing,other projects.

The second slide presentation (NCI Palliative CareliligrGroup, 2006) to the

International Union Against Cancer Congress presenteshiine symptom management
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agenda as the report to the Director’s Office (NCli&ahe Care Working Group, 2003).
In addition, the 2006 presentation addressed shared decislongndisparities,
behavioral research, and communication, as well asygaskessment, researcher and
clinician training, and provider education.

The working group is a dual network as defined by Alange et al (1988)
working group publishes a summary of its activities online (200d&@t summary
identifies individuals from the three NCI divisions nahabove and NCI's Office of the
Director. The list includes 18 members. The Divisio€ahcer Control and Population
Studies is represented by Office of Cancer SurvivorshipcireJulia Rowland, and
representatives of the Patient-Centered Communichtibative, Health
Communications and Informatics, the Applied Research Bnagand Health
Communications and Informatics. The Division of Canagewention is represented by
Ann O’Mara, who manages that division’s Symptom Managemetiolor The
Division of Cancer Treatment and Diagnosis is repiteskeby Andrea Denicoff, a senior
investigator of that program and Jeff White, who is Doeof the Office of Cancer
Complementary and Alternative Medicine. The Officalef Director has nine
representatives including Lenora Johnson who is Direxttire Office of
Communications and Education, Rick Marrow who is Direofdahe Office of Cancer
Content Management within Lenora Johnson'’s office, IgarStrete who is Chief of the
Cancer Training Branch, and six others. Individuals wenetiiied from the Working
Group’s website (2006a) and verified in the NCI Fact BooR@d6. In the interview
with Andrea Denicoff (personal communication, 5/27/2007) & established that the

working group was created as a direct result of publicatidghe 2001 IOM report on
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cancer palliation for the purpose of implementing Recendation 9, which addressed
institutionalization at NCI.

Ann O’Mara, one of the report’s authors, stated thatreport was used
effectively as a justification for program announceraeshiortly after publication
(personal communication, 5/2/2007). Seventy-four currenainiis sponsored by
working group members as part of their work in palliatiaeecand symptom
management are listed on the webpage entitled Funding Qppieg in Symptom
Management and Palliative Care Research (NCI, 2007yeere 19 symptom
management program announcements addressing pain (6), lymphgdeoral
complications (5), sleep issues (2) and symptom clus2grarfd mental health, including
suicide prevention (3). There were also two progranoancements in self management
of chronic disease and one in care giving for chrorseaBe. End-of-life was represented
by a single program announcement. There were five prognamuncements addressing
career development, three of which addressed social Woikity research was
represented by 11 program announcements including decisiongr{&kiand
dissemination research (2), and outcomes researcdt®r program announcements
addressed aging and cancer (2), biobehavioral researcbif@)lecnentary and
alternative medicine (7), economic studies (1), etldgshealth disparities (5),
information technology and intervention delivery (3), pbgbactivity and obesity (2),
and spirituality as a social and cultural dimension (3).

Taken as a whole it is clear that there was an inmtednd affirmative response
to Recommendations 8 and 9. Roughly a year after the 20026&thtescience

conference on symptom management a report was made@dfiteof the Director.
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That report detailed evidence that within NCI, actors ltaé@ated the redefinition of
palliative care and much of the NCPB'’s definition af iroblem as stated in the 2001
IOM report on Cancer Palliation. It is also clearttise actors at NCI had resolved to
make the changes requested of them by the IOM reportisatand were in fact
translating that intention into a program with an iasexl portfolio of active research
projects, and were justifying themselves to the NCI Darem terms of having done just
that. This indicates successful initiation of the wat@n, i.e., Recommendations 8 and 9
as defined by Rogers (2003). The battery of symptoms addreasedughly unchanged
by the 2006 presentation to the International Union Against&aCongress, which
suggests that whatever reinvention there was did not dfffecore research agenda
proposed by the NCPB as it was adopted by the working group.

A core and quite visible locus of palliative care atyivs found in the Office of
Survivorship. According to an official history (NCI Officé Cancer Survivorship,
2007b), The Office of Cancer Survivorship began its wodkO@6, near the end of the
pre-deliberative period. Its work addresses physical symptanagement, psycho-social
issues, and economic impacts of cancer and treatméhtawinterest in quality of life,
functional status, and access issues. The readerirsdeahthat the NCPB defines
palliative care as “active total care” (Foley and @ellh 2001b, p. 10) of patients
approaching the end of life whose treatment objectives bhifted from curative care to
supportive care, adding that much of palliative care i$icgipe to patients at all points
from diagnosis through the abandonment of curativeneait and beyond. On the Office
of Cancer Survivorship website, NCI defines a cancer suras@nyone who has had

cancer “from the time of diagnosis, through the badawichis or her life,” adding that
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“family members, friends, and caregivers are also ingahlby the survivorship
experience and are therefore included in this definiti@@0fc). Alange et al (1998)
refer to innovation as a process of continual reinventtmwhere in an analysis of
palliative care is this truer than in the case of samghkip. The 2001 IOM report on
cancer palliation extended the validity of cancer padirato all stages of the disease
from diagnosis to death. This strengthened the developsheancer survivorship as a
research concern at NCI.

NCI has clearly made palliative care and symptom managtgpaet of an overall
agenda of cancer control. NCI publishgae NCI Strategic Plan for Leading the Nation
to Eliminate the Suffering and Death due to Cancoelanuary, 2006. The plan includes a
vision--“A nation free from the suffering and death dueaacer by 2015 with dramatic
reductions in cancer incidence” (inside cover)--andssion statement--“Reduce the
burden and eliminate the adverse outcomes of canceadyndean integrated effort to
advance fundamental knowledge about cancer across a dycaminuum of discovery,
development, and delivery” (inside cover). The documemp®rtant because it
describes the state of institutional thinking at NCI ofigdale care and symptom
management at the end of the study period, i.e., thefahe year 2005.

This strategic plan addresses the traditional US camogram, including
causation, prevention, diagnosis and curative treatmenthe elements of cancer
control that were recognized before 1978. The reportdidsnisses addressing barriers in
access to cancer care of high quality. In additiorglvgbation and counseling, which
were mandated in 1978, are discussed as are developmentlad{ssyial interventions

geared toward quality of life interventions, which wer@naated in 1993. The report
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addresses socio-cultural and economic factors that mduquality of care, the
experiences of survivors, and disparities among vulnepaigalations, in addition to
environmental and behavioral factors. Quality of life aghpatients, survivors and their
families is also discussed.

The improvement of quality of cancer care and improvemequality of life are
the last two of seven strategic objectives in thatsgic plan, respectively. In order to
improve quality of care the plan calls for the developinod measures of quality and
interventions to achieve these, including the developofenformation systems. It also
calls explicitly for the translation of symptom manag&irand palliative care research
into interventions for patients--survivors--including ega&xplicitly, at the end of life
(p-59). The plan explicitly recognizes psychological andad components to quality of
life and calls for research to support these. It is resle to conclude that NCI officially
included not only incorporation of palliative care and symphassmagement into its
research agenda, but many of the other NCPB recommemsiatioluding those
impacting quality, accountability, and measurement. Spenitenples of
institutionalization include entries on the NCI PD sfunding of four extramural
centers of excellence in patient communication and &oeddf Cancer Survivorship
within the Division of Cancer Control and Populatiomefices. The Office of Cancer
Survivorship was established in Fiscal Year 1996, five yeftgd publication of the

2001 IOM report on cancer palliation.

NCI PDQ Practice Guidelines for Symptom Management and End-dé Care

The NCI website_(www.cancer.gpprovides information to cancer patients and

health care providers by type of cancer, clinical triafgl selected cancer topics. The
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links in these categories access NCI's PDQ databaseh wiowides peer-reviewed
summaries on a variety of topics including palliativd and-of-life care and symptom
management to health care providers and the public. Thenafimn contained in this
web presentation is relevant to palliative and end-ofeliiee and symptom management.
It addresses NCI compliance with the NCPB’s Recomnténda of the 2001 IOM
Report on cancer palliation. Recommendation 5 is cordewith improving patient-
oriented material, which is beyond the scope of thisish&@he health care provider
information in this web presentation constitutes praajuidelines and is reviewed here
from that perspective. As practice guidelines, theselestreflect NCI policy. Inclusion
of palliative and end-of-life care guidelines and symptomagament guidelines in this
web presentation reflect institutional acceptancé®NCPB’s recommendations.

The NCI web presentation includes a page ent@fleding with CancerThat
page begins with links to articles on fatigue and pain, wénietfollowed by links to
articles onOther Complications/Side Effectise. other physical symptomdutritional
ConcernsandEmotional Concernsg.e. psychological symptoms. These pages include
PDQ articles on pain and fatigue, as well as nauseaaniting, cognitive disorders and
delirium. There are no links of any kind to dyspnea resesiBut there are PDQ articles
on anxiety and depression. There is also a PDQ entspiatuality under the emotional
issues heading. In other words, through peer-reviewed sunsiizueeNCI| addresses all
of the physical and psychological symptoms addressed ROOEIOM report on cancer
palliation, except dyspnea. In addition, there araraber of symptoms and side effects
of cancer not discussed in the report including cardiopodmpissues, fevers sweats and

hot flashes, gastrointestinal issues, lymphedema otisgyedexual and reproductive
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issues, sleep disorders, sequelae in pediatric casesthand, that have PDQ entries.
Additional PDQ entries addressing psycho-social issweisda normal adjustment, i.e.
sub-clinical psychological distress, post-traumatiesstidisorder, substance abuse, and
coordination of care issues. Another PDQ entry discuesssgrief, and bereavement
among its end-of-life links. Beyond this, psycho-soomhponents to physical symptoms
in the case of pain, fatigue, nausea, and cognitive disaderrecognized.

The NCI web presentation Coping with Cancer (2007a) demadestNCI
institutionalization of palliative and end-of-life canedasymptom management by
providing peer-reviewed practice guidelines for health careighers. This web
presentation addresses the breadth of the program prapdsed2001 IOM report on
cancer palliation, with the exception of dyspnea. Intaad the NCI web presentation
addresses a number of issues not discussed in the rdpotbpics covered include
severe end-of-life concerns, mostly covered in thene less severe issues such as
nutrition, and management of side effects of treatn&@pitituality and management of
bereavement, two key concerns of the report, have @fides. As reflections of NCI
policy, these practice guidelines show that NCI hasi@iglintegrated the program set

forth by the report’s authors, expanded it, and integratedh other concerns.

Hypothesis 2 — Trends in NCI-Funded Research

The extent to which NCI shifted emphasis in funding torpize palliative care
and symptom management was examined using project and budg&theabaidget data
do not cover intramural projects, although the project dat&owever, only 2% (98) of
the projects that are relevant to the measures oapediicare and related research are

intramural projects. In addition to these 98 intramunadies, budget data are missing or
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partially missing for seven of 4,472 extramural projectsasd see Appendix A for an

accounting of missing data.

General Measures

Taken together general measures of palliative care &ed edsearch areas
changed little. This is due to the adoption curve foligiale care research, which made
up nearly all of these projects. Proportions of bbghrtumber of NCI palliative care
projects and the NCI extramural budget spent by those ppgw supportive care show
no significant trends. Only the proportion of end-oélidare research increased
significantly (0.06% to 0.21% of budget, p=.001 and 0.10% to 0.27%oqbs,
p=.006).

Figure 1. Adoption Curves — Proportion of the NCI Extramural Budget
Invested in Palliative and Related Types of Care
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Figure 1 shows the overall pattern between Fiscal Y888 and Fiscal Year
2005. There was an increase in the proportion of NCaexiral spending early in the
deliberative period for palliative care (from 7.6% in 1998 @9®in 1999). As a budget
priority palliative care remained stable after 1999 until 2008%63. As an extramural

spending priority palliative care remained stable after 2002sdpportive care declined
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from 1.0% to 0.5% of the NCI extramural budget. The oVeeallt is that these allied
research concerns declined slightly after publicatiomatf teport. End-of-life care as a
research priority increased more or less steadily d&tvit998 and 2005, but was tiny by
comparison to palliative care as a research priorityGtwith a significant trend
(p=.001), but as an NCI extramural research budget priardyoé-life care research
remains minuscule (0.1% 1998-2004, and 0.2% in 2005). Figure 2 showsrdppar
positive change points for palliative care and all thesearch terms combined at 2002.
Growth following the change points is sustained.

Figure 2. Adoption Curves — NCI-Funded Palliative Care and Reaited
Projects as a Proportion of the NCI Research Agenda
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Physical Symptoms

The story of NCI-funded physical symptoms research, @ssin Figure 3, is
essentially about pain research. Pain research, nasn@doncern in the 2002 consensus
statement, accounted for 96% of physical symptoms projedt8&# of physical
symptoms research dollars in Fiscal Year 1998 and 90% oicgphggmptoms projects
and 98% of physical symptoms research dollars in Fiscal 2@05. While the relative

number of pain research projects increased as a ppoitphysical symptom research,



88

the relative size of the combined budget of projectsrtaiated pain as an issue changed
little. The NCI investment in pain research and physgaiptoms research generally did
not change significantly as a proportion of the ovéd@all extramural budget. However,
dyspnea research and fatigue research increased sigiyfieamle nausea research
decreased significantly. No research projects named dgsgsan issue in 1998. The
NCI did not begin to fund extramural dyspnea researth2000. Dyspnea research

Figure 3. Adoption Curves — Proportion of the NCI Extramural Budget Invested in
Physical Symptom Management
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peaked in 2002 at 0.03% of the NCI extramural budget, whicle igsh year that the
NCPB’s findings were still unknown. After 2002 dyspnea aede has represented
0.02% of the NCI extramural budget in every year. TheaMeend is increasing for the
proportion of funding (p=.003) and the relative number ofgatsj (p=.047). However,
dyspnea, described as difficult but not impossible td gactively in the 2001 report
on cancer palliation, was not addressed in the 2002 consgaseisient yet is an

important issue at the end of life according to ChaClegland (personal communication,
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5/11/2007), and has received minuscule funding levels fromMath declined after
publication of the 2001 IOM report on cancer palliation.

Research projects that named fatigue as an issue quadrsialgaportion of the
NCI extramural budget between 1998 and 2005 from 0.09% to 0.38% (p=.001) and
increased more than six-fold from 0.16% to 0.51% (p<.00ligkatvas named as a
research priority in the 2002 consensus statement. Rag@®jects that name nausea as
an issue decreased as a proportion of NCI extrampeabisng from 0.14% of NCI
extramural spending to a low of 0.05% in 2002, before reawy¢oi 0.09%. Although
the overall trend is decreasing (p=.005), 2002 represents areapplange point in NCI
extramural spending concerned with nausea, where theveang trend is reversed
despite its exclusion from the 2002 consensus statemaaproportion of nausea-
relevant projects funded by NCI did not decrease signifiza

There appears to be a trend toward relatively more gisogoncerned with
dyspnea, nausea and fatigue compared to pain-related grdjetan increased number
of projects seem to be competing for a portion of thd éktramural budget dedicated to
symptom management that is virtually unchanged. Figure\Bsstimt extramural
funding for symptom management generally and pain projegarticular increased
early in the pre-deliberative period to just over 8% ofekteamural budget in 1999 and
remained stable through 2005. Figure 4 shows that the refatmber of funded
symptom management projects also increased in 1999, buti¢keesased through 2002,
after which it recovered. Publication of Foley and Getbé2001) coincides with an
increased number of projects funded; however physical symptanagement has not

increased since publication of the report as a budgettgriori
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Figure 4. Adoption Curves — NCI-Funded Physical Symptom Managemé Projects
as a Proportion of the NCI Research Agenda
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It appears that publication of the 2001 report on cancaapatl and the 2002
consensus statement coincide with increases in Nglefl pain and fatigue research.
While relative funding levels for pain research heldagefunding for fatigue research
though minuscule increased four-fold. There is an appahamge point at 2002 for the
proportion of pain research projects, while the propouiofatigue projects continued an
increasing trend after 2002. The deliberative process beginnifipihcoincides with
the first NCI dyspnea research of the study period.riearly impossible not to overstate
the relative importance of dyspnea research, whictpisesented by between one and
three projects in any given year in 2000 and after. Naesearch was declining as a
funding priority until 2002, after which it rallied despitgléire to mention it in the 2002
consensus statement. This may be due to the importéetfeaive treatments for
nausea in the management of the side effects of cherapy and radiation therapy.

In any case, we should avoid overstating the apparestcingd the 2001 report
and its institutional aftermath. Although there are sonmor increasing trends and

apparent increasing change points in funding and the numbpeojetts, the overall
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funding level of physical symptom research has not cltangech after 1999, nor has the
relative priority of the components pain, dyspneaseauand fatigue changed
appreciably. On the other hand, fatigue research appdaesetsiablished as a research

priority and dyspnea research has begun, however humbly

Psychological Symptoms

Between Fiscal Year 1998 and Fiscal Year 2005, all psycicaldgsues raised in
the NCPB'’s report on cancer palliation received signifilyaincreased attention from
NCI. Research projects that name depression as arndnceeased from 0.20% to
0.72% (p<.001) of NCI-funded projects and from 0.12% to 0.62% (.G1Bgo
extramural budget. Depression was named in the 2002 constatsnsesit as a target for
further research. Research projects that name ansetyancern increased from 0.22%
to 0.57% (p=.001) of NCI-funded projects and from 0.14% to 0.36% (p=.-087@ o
extramural budget despite exclusion of this issue frol2@82 consensus statement.
Research projects that address dementia were not fundidiatil 2000 and at less than
0.01% of the extramural budget until 2002, and represented 0.02# NI extramural
budget from 2002 until 2004 and 0.01% of the budget in 2005. The odasiNe trend
in funding is increasing (p=.046), but the proportion of N@iefed projects is not.

Figure 5 shows that during the pre-deliberative period, NCaextral funding of
projects that address psychological symptoms increasbed gatly part of the pre-
deliberative period through 2000, but declined until Fiscal 2682, when the NCPB'’s
report was published. The overall trend for funding of ptsjtat address psychological
symptoms is positive (p=.018). After 2002, research that asllrgsychological

symptoms increased steadily. These increases werdlyrdtisven by increases in the
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proportion of the budget that funds projects that addrgeesigon, while after 2003
research that addresses anxiety began to increase.

Figure 5. Adoption Curves — Proportion of the NCI Extramural Budget Invested in
Psychological Symptom Management
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The study period saw an increase in the extramuralrfgrghare of psychological
research from 0.4% to 1.0% of the budget between 1998 and 2005idpodssion and
anxiety research made impressive gains. Anxiety researcmdbseem to have suffered
greatly from exclusion from the 2002 consensus statenmelght of funding increases
between 2003 and 2005. Dementia research, like dyspnea hedesrame part of the

NCI cancer program during the study period.

Profession Development Projects

The NCPB'’s report on cancer palliation called for depeient of the fields of
oncology, oncology nursing, oncology social work, angiice care. This section
discusses palliative care projects that refer to oncolugnging, social work, and hospice
in their titles and abstracts and palliative care, endife care or supportive care

between Fiscal Years 1998 and 2005. See Appendix A. The grotié numbers of
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projects of these types did not show significant treadshie most part. Oncology and
nursing did not show significant trends, either in the prioggn of NCI projects or in the
proportion of NCI extramural funding. Social work projectever many, declined
(p=.022) from 0.04% of the extramural NCI budget in 1998 to 0.02200%. The trend
in the proportion of NCI projects was not significant.

Figure 6. Adoption Curves — Proportion of the NCI Extramural Budget Invested in
Profession Development Projects in Palliative Care
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Figure 6 shows that when combined, these projects incraaseg@roportion of
the NCI extramural budget between 1998 and 1999, declined sligtttly2000, and then
began to increase. The 1998-1999 increase is attributable éasesrin hospice and
nursing projects. The 2002 apparent change point is due to@fwopte increase in
hospice research. Between 2002 and 2003 the number ofdospearch projects grew
from 50 to 73, overtaking oncology research projects, wthécreased from 65 to 60.
Oncology research increased between 2004 and 2005. Therappaent change point
at 2002 in hospice research indicating coincidence withgatin of Foley and Gelband

(2001). That change point corresponds to the point whereckagsearch overtook
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oncology research as a proportion of NClI-funded ptsjélthe increase beginning in
2003 was due mostly to hospice research, not nursing reseactnot oncology
research until the end of the study period. See FiguréoWwbe

Figure 7. Adoption Curves — NCI-Funded Profession DevelopmerRrojects in
Palliative Care as a Proportion of the NCI Research Agenda
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It appears that research dealing with nursing interventiopalliative and end-
of-life care responded quickly to the events that includledNCPB’s deliberations.
Hospice research may have been invigorated by publicatitme @001 IOM report on
cancer palliation. Oncology research in this areastiasilated somewhat later for
reasons that are not suggested by the palliative carerdditilves but might coincide with
the IOM publications on survivorship between 2003 and 2005. Onhblewhe growth
in this area is modest. Between 1998 and 2005 this researclirgneyust less than four

percent to just less than five percent of the NCI extral research program.

Four Measures of Emphasis on Palliative Care
This section compares four indicators of institutiormalaern about palliative care
and allied fieldsQuality of lifeprojects refer to the phrase “quality of life” in theifes

or abstracts. This phrase captures the concerns aftithers of Foley and Gelband
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(2001) to address quality in addition to length of i@ancer survivorshipefers to a
CSO-recognized area of cancer research that is codcettteaddressing the needs of
cancer patients beyond the need to eradicate cdrodession developmeptojects
were described in the last section and did have a signtfirend overallTraining
projects anctlinical trials refer to projects of this type in palliative care.

Projects referring to quality of life in their titles abstracts increased
significantly (p=.001) from 1.90% of NCI-funded projects isdal Year 1998 to 3.21%
in Fiscal Year 2005. These projects also increased agparpom of NCI extramural
funding (p<.001) from 3.61% of the budget in 1998 to 5.89% in 2005atkallicancer
survivorship projects increased significantly from 0.22% GiHlunded projects
(p<.001) in 1998 to 0.66% in 2005 and from 0.16% of extramural fundi©§98 to
0.52% in 2005 (p=.009). Training projects increased both as a porpof NCI-funded
projects (p<.001) and as a proportion of the extramural bfdge200). No training
projects in

Figure 8. Adoption Curves — Proportion of NCI Extramural Budget Invested in
Projects with Specific Relations to Palliative Care
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palliative care were funded by NCI in 1998. By 2005 training ptsja palliative care
accounted for 0.28% of NCI-funded projects and 0.08% of ttraraural budget. No
palliation clinical trials were conducted with NCI fundibetween 1998 and 2005.
Figure 8 shows the proportion of the extramural budgeqdatity of life projects,
palliation cancer survivorship projects, profession deva& projects, and training
projects within palliative care. This graph shows thatept for clinical trials, all
measures increased as a proportion of the budget eahly detiberative period, between
1998 and 1999. Cancer survivorship projects and palliation trainifecisan palliative
care were stable between 1999 and 2004, although the numbejectgptbat refer to
quality of life in their titles and abstracts incredd®m 2002 to 2003, and remained
stable thereafter. Profession development projectshald@n apparent change point at
Fiscal Year 2002 and remained stable at about 6.0% of ttearexal budget thereatfter,

but up from less than four percent in 1998.

Quality Research in Palliative Care

This section discusses measures of quality discussed MGRB'’s report on
cancer palliation. Indicators include quality of carejguatparticipation in decision
making, patient care, patient satisfaction, coordinagiosare, health care delivery, and
effectiveness research. All of these indicators refdy to palliative care projects. Of
these indicators two, patient satisfaction and coondinatf care are not represented by
any NCI-funded projects between Fiscal Years 1998 and 200&ntPadrticipation in
decision making is represented by a single project thatumagd in 2001 and 2002.
Projects within the CSO research category effectiveresemarch and the NCI special

interest category palliative care increased signiflgebdth as a proportion of NCI-
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funded research projects (p<.000) from 0.12% to 0.94% and ap@twa of the
extramural budget (p<.000) from 0.32% to 1.15%. Patient cazanaswithin palliative
care increased significantly as a proportion of NCd&ohprojects from 0.71% to 1.26%,

Figure 9. Adoption Curves — Proportion of the NCI Extramural Budget Invested in
Quality Assessment of Palliative Care
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but did not show a significant trend for the proportiomnhef extramural budget. Health
care delivery within palliative care and quality of casearch increased overall between
1998 and 2005 but without significant trends for the proportioviGi-funded projects or
the proportion of extramural funding.

Figure 9 shows that the proportion of NCI extramuratiing dedicated to quality
research for palliative care increased consisteraiyn 1999 to 2002, when that trend was
arrested and reversed, ironically coinciding with publazatif the NCPB'’s report on
cancer palliation. After the apparent change point in 2008aamum--only
effectiveness research continued to increase. Thisbmusdisappointment to the 2001

IOM cancer palliation report’s authors, who called dagrly for quality and
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accountability research and were echoed in the consste@ment of the following
year. The NCPB continued to write on quality of careaessincluding the reports on
pediatric survivorship issues in 2003 and breast cancer swshigan 2004, cited above.
A successor to the NCPB, the IOM’'s Committee on Ca8cevivorship: Improving
Care and Quality of Life co-published a report on adult sarship (Hewitt, Greenfield,

& Stovall, Eds.) with the NCPB at the end of 2005.

General Trends

Between Fiscal Year 1998 and 2005 the general trend for adigbsagentified in
this content analysis was a significant increaseerproportion of all NCI-funded
projects (p=.002), but the trend in overall funding is mmificant. Between 1998 and
1999 there was an increase in the proportion these proggresent of NCI-funded
projects from 6.12% to 8.87% in conjunction with an increaskee proportion of the
extramural budget from 13.3% to 16.3%, or roughly one-sixtheoéxtramural budget.
After 1999 the proportion of NCI projects dropped to 8.19% in 280d,began to
recover after 2002 to 8.72% in 2005. The proportion of NCI ptejat address
palliative care or attempt to address it by referring to fiyuaf life” in their titles or
abstracts increased by 0.5% of the number of NCI-fundedqispjwith an apparent
change point at 2002. Funding of this research, howevanpiher story. After the initial
proportionate increase in funding after 1999 the propodidhe NCI budget grew
slowly from 16.3% in 1999 to a high of 17.0% in 2003. After 2003ttae of the
budget was stable for a year (16.9% in 2004) and fell to 16.Z3086. In short there has
been a modest increase in the proportion of NCI-fundegqts, but that increase has not

been accompanied by an increase in budget share.
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This chapter has provided the chronology of cancer daaitidCl from that
agency’s inception. It described the results of 2002 NIr$ensus conference on
symptom management for cancer and efforts to find anutishal locus for palliative
and end-of-life care and symptom management. It alsoideddhe inclusion of these
concerns in NCI program planning. Overall, the NCPB’sceoms that an institutional
locus for palliative and end-of-life care and symptom rgan@nt should be located at
NCI, an NIH consensus conference on palliative calesgmptom management should
be held, and a high profile research program at NCI shuiditiated were addressed.
The nature and scope of that research program was mesalang with NCI project and

extramural budget data.
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CHAPTER 6. RESULTS RELATED TO THE CANCER CENTERS AND

COMPREHENSIVE CANCER CENTERS

This chapter presents the findings for Hypotheses 3 aiitygothesis 3
(Recommendations 1 and 2) addresses the development obadrdgcellence in
symptom management and palliative care and the requitdipeine Cancer Centers
Branch that the cancer centers develop programs iafpadlicare and symptom
management as a condition of comprehensive statustutiomial developments within
the cancer centers program are presented, along withguks from an expert interview
with Cancer Centers Branch Chief, Linda Weiss (persooramunication, 5/2/2007). Dr.
Weiss establishes that neither recommendation wasnnemted and presents a brief
rationale. Also presented are positions taken by theeC&enters Branch and the cancer
center directors regarding palliative and end-of-life cayenptom management, and
survivorship.

Hypothesis 4 addresses the evolution of the proportidimeoNCI research
portfolio in palliative and end-of-life care and symptommagement. Results help define
areas in which the cancer centers have provided lead@ishgp development of that
portfolio. As a whole, this chapter documents the CaBGemters Branch’s rejection of
Recommendations 1 and 2, but it also presents evidenegeéntion through

incorporation of concerns presented in the 2001 IOM reporaocec palliation.

Hypothesis 3 — Institutional Development within the Cancer €nters Program
NCI Guidelines from 2004 (NCI Cancer Centers Branch}histCancer Centers
Branch policy regarding cancer center support grants amghdésn of cancer centers

and comprehensive cancer centers. These guidelinesen@sgbmed to be the most
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recent because there are no later versions or updatéshedobn the NCI website dated
before December 31, 2005, as of March 1, 2007. Although the 2004 gegldb not
explicitly require research in palliative care or ggam management as a necessary
condition for designation as a comprehensive canceeceéhe concepts of palliative
care and symptom management have been incorporatetienpoagram of the Cancer
Centers Branch on what appears to be an equivalestvaifls other concerns within
cancer control.

Cancer center support grants provide overall support $btutions with
excellent cancer research programs that span a brogel oaissues (NCI Cancer
Centers Branch, 2004). As general support these grants iitlagr e applied to specific
research programs, nor may they be used to subsidizeeseprovided to patients or
other institutions without payment unless those servieepravided within the context
of cutting edge research.

To make sense of this we must first understand the caengsr program. The
mission of this program is to develop interventions to rediamcer incidence, morbidity,
and mortality through basic, applied, and translatiorsdaech, as well as dissemination
of state of the art interventions, and education oltihheare providers, patients and their
families and the general public (NCI Cancer Centera®ra2004). In fact the program
is described in the Guidance as a translational prograeicancer centers program
addresses a broad spectrum of interventions including #gnose at prevention, early
detection, treatment, and “palliation and support for sorgi/(p.2). In other words,
through the cancer centers program, cancer centergaagdrventions that address a

broad range of cancer control interests including palleéind symptom management,
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including the psychological needs of cancer patients and/ets. The Guidance also
calls for the development of interventions that ioy& access to services provided to
minorities and other populations with problems of actessre, as called for in the 2001
IOM report on cancer palliation.

Cancer centers are chosen on the basis of theiyabibring together a broad
range of scientific approaches to impact a broad ranganafer control interests. Cancer
centers have scientific research programs that foamply on at least one, but possibly
more than one of the following areas: basic reseattthical research, or population
studies (NCI Cancer Centers Branch, 2004). Compreheraigeiccenters are expected
to show emphasis in at least two of those areas asehtonstrate an ability to work
across disciplines. The Guidance calls for canceleceto “feature interactions across
[their] research areas, and facilitate collaborabietween laboratory, behavioral,
epidemiologic, and clinical scientists, and betweeoratory, clinical, and population
science programs” (p. 4). However, the Guidance sthég¢srio particular organizational
configuration is mandated by these guidelines” (p. 4). Ceaterexpected to show
breadth and depth of scientific interests that spandaty, clinical, and cancer control
addressing cancer risk, incidence, morbidity, and mort#itgording to the Guidance
cancer centers “should demonstrate grant support notroaepidemiology, but also in
several other areas of primary prevention, early tietechealth services, dissemination,
palliation and survivorship research” (p.4). In other wocdsters are not expected to
necessarily contribute to the full range of conceritbimvcancer research, but should

span research arenas and address a broad range of cdaktieghsomewhere within
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prevention, treatment, and population studies that imegporated palliative care and
symptom management.

Comprehensive cancer centers must, in addition to theealdemonstrate the
ability to conduct education and training of the public andthealre providers and
conduct outreach and community services. The Guidanisefealnstitutions that are
considered as candidates for comprehensive status tobg@edegree programs and
continuing education courses they provide in the discipt@sirsing, behavioral
sciences and oncology including rehabilitation, pain managé and psycho-social
services (NCI Cancer Centers Branch, 2004, p.32).

An expert interview was conducted with Cancer Centerad@r&hief, Linda
Weiss (personal communication, 5/2/2007). In that intenitievas confirmed that no
formal centers of excellence have been establishédihvtite cancer centers program and
that the Cancer Centers Branch does not require achggagram in palliative and end-
of-life care and symptom management as a conditionrapoghensive status. The
reason given for what amounts to categorical rejedfd®ecommendations 1 and 2 was
that the Cancer Centers Program provides core infidatal support to the cancer
centers and is not an appropriate mechanism to attempptement an advocacy
agenda. To use the Cancer Centers Program to cremfatioiols would establish a
precedent that would be contrary to the historical foétilsad program, and thus unduly
coerce institutions into developing away from thaiesgjth. However, palliative care,
symptom management and cancer survivorship are recognipadt ad the basis on
which comprehensive status is determined. Although this améaicategorical rejection

of Recommendations 1 and 2, it does not establish thanshitutional concerns in
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Recommendation 1 and the research concerns in Recoratioen? went entirely
unaddressed. Such reinvention was not taken up in the intamiib Linda Weiss, but is
evaluated through the following document review.

A planning document was written from the proceedings oéatimg of cancer
center directors in May 2006, for the purpose of establighriogities for cancer research
in support of the overall cancer control agenda of #wec€r Centers Branch (Cancer
Center Directors Working Group, 2006). That report recognizedale of supportive
care in the treatment of invasive cancer and as tthe@#life approaches. However, the
directors’ report strongly emphasized survivorship reseasankey element of cancer
control to the point of attaching the executive summaghuding recommendations of
the 2005 I0OM report on cancer survivorship (Hewitt, Green8etovall). Survivorship
research, as discussed by the cancer center diracirssses psychological and social
factors, in addition to biological and physical ones, Whiopact patients’ responses to
cancer, treatment, and recovery. The directors recogtheeakeeds of cancer survivors to
deal with fatigue, depression, sexual problems not mesdionthe 2001 IOM report on
cancer palliation, cognitive problems, and psycho-socrtifon, which impacts
education, marriage and employment. Other survivors’ caedaclude the increased
risk of recurrence, treatment of the long-term seconetects of curative treatment, and
health behaviors such as diet, smoking, and exerdmeedifectors also discuss the need
for effective pain management.

The directors’ report refers to cancer palliatiod anopportive care within the
continuum of issues relevant to cancer control. Symptamagement issues are

discussed largely, but not exclusively, as issues of sushymrPain management is



105

discussed as a concern in connection with treatmeshtyvarshould assume treatment at
the end of life. Nausea was not addressed explicitlyistart issue of supportive care in
cancer treatment. Dyspnea was not addressed. Fatiguessieprand cognitive
problems were addressed as survivorship issues. Anxiety veasshsl not at all. One of
the general recommendations of the 2001 IOM report orecgadliation was to treat the
concerns of palliative care as valid from the timédiafjnosis. It seems somewhat ironic
that symptom management and psycho-social well-beingdahessed among survivors,
but there is little discussion of treatment at the ef life, including management of
physical and psychological symptoms.

On paper at least, it is clear that cancer palliasgmptom management and
psycho-social care have been incorporated into the wdHeafancer centers if not the
expectations that the Cancer Centers Branch hdkdarancer centers. This provides a
basis to assert some compliance with Recommend2tidrthe 2001 IOM report on
cancer palliation, i.e. that research in palliativeeand symptom control become a part
of the cancer centers program even though these agieité not required outright of all
comprehensive cancer centers. It bears repeating thabgi@pr component is

absolutely required for recognition of comprehensive status.

Hypothesis 4 — Trends in the Cancer Centers’ Research Rimlio

Compliance with the NCPB’s Recommendation 1, whiclsdal the
development of centers of excellence in palliative smptom management within the
cancer centers program, is somewhat more difficudtstablish on paper than compliance
with Recommendation 2. Recommendation 1 listed nine bdliéems, all of which were

recommended activities but did not represent an exhausstive the NCPB’s estimation.
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That list includes development of practice guidelineg#dlative and end-of-life care,
incorporation of palliative care into clinical trials amolspice interventions, improving
palliative care and end-of-life care training for oncadtsy nurses, and social workers,
development of quality indicators, and addressing dispaatiel issues of access to care
to vulnerable populations. However, by assessing trerttie igrowth of the cancer
centers’ research programs, i.e. the changes in tipengpian of the budget made up by
each activity, and by assessing trends in the proporfibiCtfunded projects, it is
possible to measure the efforts of the cancer cemt&ach program area and the
proportion of the burden carried by each. If the canaatece are performing as the
NCPB recommended then there will be significant gramtyolume of research
conducted in palliative and end-of-life care and symptomagpament, profession
development and hospice research, and quality indicaiodshe centers will have taken

on a growing share of the projects in these areadNitiafunds.

Palliative, End-of-Life and Allied Concerns

The 2001 IOM report on cancer palliation recommendsttigatancer centers
formally test and evaluate practice guidelines for galkacare. If this has been the case
it may be expected that the cancer centers have ceudadarge and or growing
proportion of palliative and end-of-life care reseanstl that a large and or growing
proportion of NCI funding to the cancer centers ispaltiative and end-of-life research.

The cancer centers account for most palliative antecejarojects and most of
NCI extramural research. Figure 10 shows that the caecgers account for roughly
55% of palliative care research projects from FiscarYl®99 to Fiscal Year 2005 after a

slight increase from 48% in 1998. After a one-year dropeir share of end-of-life
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Figure 10. Cancer Center Share of NCI Projects in Palliativand Related Types of

Care
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research projects from roughly 57% of NCI-funded end-ofréfeearch projects in 1998

to 40% in 1999, cancer centers conducted between 78% and 82%-tfifd€d end-of-

life care research between 2001 and 2005 in every year e2@@pt(67%). Between

1998 and 2005 the cancer centers’ share of NCI-funded suppmat&yeesearch projects

varied between 50% and 58%. However, none of these tretds proportion of cancer

center projects was consistent enough to create a sattitrend in these variables.

Figure 11. Proportion of the Palliative Care Extramural NCI Budget
Spent by the Cancer Centers
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The cancer centers produced most palliative care and sivepcate research
projects, but led in the area of end-of-life care netedetween 2001 and 2005 the
cancer centers spent more than 80% of NCI extramurdsfassigned to extramural end-
of-life research. The proportion of extramural dolispent declined from almost 80% in
1998 to 64% in 2002 and stabilized at between 70% and 71% theredtfiean
increasing trend over all (p<.001). The proportion of suppodare research dollars
spent by the cancer centers increased slowly before ptibhoof the 2001 IOM report
on cancer palliation from 28% to 41% but jumped to at [8@%i each year thereafter
for an overall increasing trend (p<.001).

The proportion of spending by the cancer centers irapiahhi care research was
flat at roughly 6% of cancer center-designated extramunalsfin each year. On the
other hand end-of-life care research, although quitel sma¢ased from 0.05% to 0.17%
(p=.002) and supportive care research increased from 0.18% to.(O'B8%gader is
reminded that most NCI-funded end-of-life research doeapyear in these searches,
appearing instead as applied research in hospice develbpsgitted by the SIC
category palliative care.

These trends show stability in the proportion of pall@atiare research conducted
by the cancer centers, but there was significant growtteicancer center share of end-
of-life care and supportive care as research. Thesdstshould not be over interpreted
however, because supportive care was measured only by keyearahes, and the end-
of-life term does not capture much of hospice rese&tolwvever, it is notable that while
supportive care research as measured here declined as agsB&Lch priority the cancer

centers’ share of supportive care research increatsrd2802. Most of the research
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funded by NCI in palliative care and end-of-life car&uisded by the cancer centers. The
cancer centers showed leadership in the area of enfid-ahlie, but NCI investment in
end-of-life care research, excluding hospice researat very small and has grown

slowly.

Physical Symptoms

The overall cancer centers’ share of NCl-funded ptsjecreased (p=.014) from
48%, to 56% in 2002 and continued to increase to 60% in 2005. Thiaseaomas driven
by a significant trend toward increased share of theexiral budget (p=.023). NCI
extramural funding of physical symptom management reseattie cancer centers
increased from 5.32% to 5.51% of the total cancer cerltedget between 1998 and
2002. That proportion increased further to 5.94% in 2005.

Figure 12. Proportion of the Physical Symptom Management Extramal NCI
Budget Dollars Spent by the Cancer Centers
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Most of this increase is due to research in pain comtath the reader is
reminded is the main component of NCI's extramuralreffosymptom management.

The cancer centers’ share of NCI-funded pain projacteased (p=.009) from 48% to
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62% between 1998 and 2005. The cancer centers’ share ofridn@@ne! budget for pain
projects increased (p=.003) from 5.21% to 5.80% during the saime.p&ll dyspnea
research, which began in 2000, conducted with NCI fundirgoeaducted through the
cancer centers, although the level of funding is lowenenore than 0.02% of the
extramural budget. However, this area of research hasriemt end-of-life implications,
i.e. lung metastases, which are discussed in Folegatithnd (2001). Between 1998
and 2005, the cancer centers conducted between 20% and 45%fahN€X nausea
research projects. There is no significant trendensihe of the cancer centers’ share,
although that share increased from 25% in 2002 to 38% in 2003sTHasause, while
funding levels for extramural nausea research declimechth, NCI funding of nausea
research was unaffected. The proportion of the extrarbudget spent on nausea
research by the cancer centers decreased from 0.10% in 1998%i6.2002, after
which it recovered to 0.03% in 2005, giving it an apparent chpome, but no
significant trend. The cancer centers’ share of N@ded fatigue projects increased
(p=.003) from 25% to 65% between 1998 and 2005. The cancer ceshigrs’of the
extramural budget for fatigue projects increased (p<.001) @080 to 0.27% during
the same period.

It seems like an exaggeration to suggest that the caenssrs were at the head of
a dramatic proliferation of symptom management resediwhrelative size of the NCI
investment has increased little if at all and the redamportance of the components of
such a program has not changed. Funding levels for phaiohwnakes up the lion’s
share of NCI-funded physical symptoms research, were yangehanged by publication

of the 2001 IOM report on cancer palliation and the 2002 Niktensus statement,
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while funding levels for pain research at the cancetets increased slightly. The
proportion of NCI extramural pain research at the caceeters, despite a fall from 73%
to 66% from 1998 to 1999, increased overall (p=0.003) to 68% in 2005.N\MRist
funded pain research was conducted at the cancer ceXitelgspnea research, less than
0.40% of NCI extramural research in every year it waglacted, was conducted at the
cancer centers. Nausea research was nearly abandaamedraponent of the cancer
centers’ budget (0.01%) by 2002, but recovered slightly by 2005 u€eatesearch,
clearly prioritized in the 2002 NIH consensus statemeateased nine-fold to 0.27% by
2005. However, it bears restating that many of the autifale 2001 IOM report on
cancer palliation argued that while, for the most paetnpteans to control physical
symptoms exist, they are often under utilized. The netakteption was dyspnea, for

which there is little that can be done in the cadamg metastases.

Psychological Symptoms

The cancer centers’ impact on research into depressiorety, and dementia is
less clear than their impact on physical symptoms maragiefhere are no significant
trends between Fiscal Year 1998 and Fiscal Year 2005 indpemions of these
projects conducted by the cancer centers, nor aredlgarechange points at Fiscal Year
2002. Figure 16 should not be interpreted as having a chandeap@001 because no
dementia research was funded by NCI until the followiray.ye

The cancer centers’ depression research representedf@&l%G1-funded
depression research in 1998. It jumped to 82% in 1999 and peak@dlirbefore
declining to previous levels. The overall trend was negdp%.001). Without a

significant trend, depression research accounted forcleet®.32% and 0.42% of the
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Figure 13. Proportion of the Psychological Symptoms Management Eaimural NCI
Budget Spent by the Cancer Centers
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combined NCI contribution to the cancer centers’ budgetgdast 1999 and 2005 after
an increase from 0.07% in 1998. The cancer centers’ budgé¢foession research may
be described as stable in relation to the overall cares#ers’ budget, however
extramural NCI depression research grew disproportigngt@ither institutions.

The cancer centers’ anxiety research represented 3a%aNiEI-funded
depression research in 1998 and 1999 and varied between 56% ande&s3%@afThe
cancer centers did not play a disproportionately lartgeimahis endeavor. This is
notable because the 2002 NIH consensus report did not ezghasgiety. However, the
proportion of the NCI extramural budget trended higher (p=.0&4ying between
0.06% and 0.10% between 1998 and 2002, and increasing to 0.16%after th

The NCI commitment to dementia research has been sjuaéd--never more than
six projects in any year for which there is data. Howestarting in 2002 one cancer
center began a two-year project in dementia resebr @04 and 2005 there has been

one dementia research project at the cancer ceBtdramural budget share varied
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between 0.01% and 0.02%. However, most dementia reseasatonducted at the
cancer centers (range = 79% - 100%).

Most depression research, which was targeted by the 2002dis¢nsus
statement, was conducted at the cancer centers, bahidhe of other extramural
institutions grew because of disproportionate growth artioege. The cancer centers’
share of anxiety research, which was not emphasizée ioansensus statement, was
stable but not disproportionately large. Most dementia relseavhich is a very small

research priority in monetary terms, was conducteldeatancer centers.

Profession Development Projects and Training

Between Fiscal Year 1998 and 2005 the proportion of oncolatyyarsing
projects within palliative care conducted by the canceters did not have a significant
trend. The cancer centers’ share of palliative carggi©within oncology varied
between 49% and 60%. The cancer centers’ share of pallcgre projects within
nursing varied between 33% and 57%. No social work reseasll@ane within
palliative care between 1998 and 2005 by the cancer centerprdportion of research
in palliative oncology by the cancer centers was censurate with levels of other types
of research considered in this study, while proportiopadifative care research in
nursing was, if anything disproportionately small, and nontexisn palliative care
research in social work.

However, between 1998 and 2005, the cancer centers’ sHaosmte projects
done by the cancer centers varied from 68% to 91%, althbagkshare trended
downward (p=.001). That there is no significant trenchéngroportion of extramural

funds going to hospice research at the cancer cestdugito an apparent change point



114

reached at 2.44% of extramural funding in 2002, which coinewtéspublication of the
NCPB'’s report on cancer palliation. In 2002 the propodiertecrease in extramural
funding of hospice research within palliative care wasshaed and reversed.

Figure 14. Cancer Center Share of NCI Projects in Palliativ€€are Quality
Measurement
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In 1998 there were no NCI-funded training projects in palgat&re. In 1999 the
cancer centers conducted five projects, which represente@7d¥NClI-funded training
projects in palliative care. There is no significaattl in the proportion of palliative
training projects conducted at the cancer centers. Alththegproportion of extramural
budget for these projects increased significantly (p<.@04a$ quite small, reaching
0.10% of the extramural budget in 2005. However, the reademisded that
fellowships were excluded from the data because of po@rage. No palliative care
clinical trials were funded by NCI between 1998 and 20050adth the
recommendations call for incorporation of principlépalliative care into clinical trials.

The positive change point suggests that the cancer senégrhave attempted to

increase their leadership in this area, as called Becommendation 1. The reader is
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reminded that NCI hospice research increased overutlg geriod with an inflection
point at 2002, and that hospice research was the mast thirend-of-life care
documented by this budget analysis. The increase in hagsearch at NCI and the
cancer centers with positive apparent change points at B§g2st a direct response to

mandates in Recommendations 1 and 8.

Quality Measures

The proportions of quality of care research within palieacare research
(p=.001) conducted by the cancer centers increased siguliyicABuring that time the
proportion of the extramural budget for those projeatsemsed significantly (p<.001)
from 1.49% to 2.14% of the cancer centers’ NCI extrammesdarch funding. Between
1998 and 2002 the cancer centers’ share increased from 29% td gEdjects and grew
further to 50% by 2005. Cancer center research in thigyaegatoward proportionality
with other categories of projects discussed in this stuaymostly before publication of
Foley and Gelband (2001), stabilizing thereatfter.

Patient care research at the cancer centers iatpadlicare did not show
significant trends either in the proportion of therartural budget allocated by NCI to
the cancer centers for this purpose, or in the propoafidNCI funded research projects
conducted by the cancer centers in this area. The cegwters’ share of these projects
increased from 37% to 56% from 1998 to 2002, and having achieved rough parity
declined to 52% by 2005.

The single palliative care project in patient partidgrain decision making was
conducted by a cancer center in 2001 and 2002. The lack of deesibphthis field of

quality research is striking in light of the importamd¢eonsultation with patients in the
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literature reviewed and at IOM. This represents a ckgaction of IOM concerns for
development of quality indicators.

Figure 15. Proportion of the Palliative Care Quality ResearclExtramural NCI
Budget Spent by the Cancer Centers
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Between 1998 and 2004, all NCI-funded palliative care heattnh delivery
research was done at the cancer centers. In 2005, 44#sefpirojects were done outside
the cancer centers. Despite this, the proportioneoéstramural budget that funds these
projects at the cancer centers increased from 0.28%328dfrom 2004 to 2005. It is

Figure 16. Cancer Center Share of NCI Projects in Quality Masurement
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clear that the extramural projects conducted outsieledahcer centers increased because
the cancer centers’ share of the extramural budghbtsratea remained over 90% in
2005. Between 2004 and 2005 the cancer centers moved from egkghosiv
proportionality in this area in the number of projectsrmitbudget share.

In 1998 all NCI-funded effectiveness research projecpslimtive care was
conducted at the cancer centers. By 2002 a low of 60% waelse@, after which the
cancer centers’ share increased to 65% in 2003 and was stablftdr. The trend in the
cancer centers’ share is significantly downward (p=.04@heasancer centers moved
from exclusivity to a decreasing leadership role in 2002, wadlied thereafter. Cancer
centers’ funding for effectiveness research in palatiare increased significantly
(p<.001) as a proportion of the extramural budget from 0.322998 to 0.88% in 2005.

Looking at all measures of quality research in palletare combined, trends in
the cancer centers’ share of projects of these tfgge601) and the extramural budget
(p=.002) were positive. The cancer centers’ shareesktiprojects increased from 35% in
1998 to 51% in 2002, achieving a bare majority, and was roughly stitdse¢hat. The
share of these cancer center projects in the extedioudget increased from 2.19% in
1998 to 3.49% in 2002 and varied between 3.44% and 3.71% after that.

NCI Extramural research as a whole in quality of paeacare grew until
publication of the 2001 IOM report on cancer palliation dedined after that. Spending
as a proportion of cancer centers’ research oveatased through 2002 and was stable
after that. Within palliative care, quality of care (@81) and effectiveness research
(p<.001) increased proportionately as components of tleecaanters’ research

program, but much more slowly after 2002. The only resganahct concerned with
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patient participation in decision making, as defined inrdsgarch, was conducted at a
cancer center, and until 2005 all of a handful of healtk delivery research projects
were conduced at cancer centers. In short the caentars have led a very modest effort

to conduct quality research in palliative care.
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CHAPTER 7. PROFESSIONAL ORGANIZATIONS

This chapter presents the findings for Research Queatwhich addresses the
extent to which professional organizations incorporate@Retendation 6 of the 2001
IOM report on cancer palliation. Recommendation 6 dafishe following:

Best available practice guidelines should dictate thedata of care for both

physical and psychosocial symptoms. Care systems, paperstandard-setting

and accreditation bodies should strongly encouragedhkpedited development,
validation, and use. Professional societies, partiyulae American Society of

Clinical Oncology, the Oncology Nursing Society, ahd Society for Social

Work Oncology, should encourage their members to faeilita¢ development

and testing of guidelines and their eventual implememtasind should provide

leadership and training for nonspecialists, who provide masieoare for cancer
patients. (Foley & Gelband, 2001b, p. 52)

Hypothesis 5 calls for the examination of the websifatie professional
organizations of oncologists, oncology nurses, andlogy social workers, i.e. the
American Society of Clinical Oncology, the Oncolddyrsing Society, and the Society
for Social Work Oncology, respectively. This hypothgsedicts that such an
examination would show that these organizations develog&dpbactices in accordance
with the state of the science and their professionatasts.

Hypothesis 6 calls for the examination of professigmainals between 1994 and
2005. It was expected that these journals published an simggaroportion of articles on
palliative care and symptom management during the studydpeni that the articles
reflect increased interest and attention to qualitatgearch, attention to psychological
symptoms and patient participation in decision makingak hypothesized that
indicators of palliative care and symptom management wooldh $-curves when
graphed by year through the pre-deliberative (1994-1996), delibeta®9&-2000), and

post-deliberative (2001-2005) periods, indicating a concertedarofgrr the
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development of the scientific and professional basishfe development of practice
guidelines. A lag period of one or two years behind resdaashe adoption curves was
expected as increased palliative care research got publRBreblems with availability of
data made this lag period difficult to establish. Assaestiof nurses and oncologists
through expert interviews cast serious doubts on the abflitye NCPB or any body
within the Institute of Medicine to impact the developnef science within the

professional organizations named.

Hypothesis 5 — Development of Professional Practice Guidedis
This section explores practice guidelines set up by thegsmial organizations.
It was expected that the professional organizations wouwilel fradings that reflect the

impact of the 2001 IOM report and the professional interafseach group.

American Society of Clinical Oncology (ASCO)

The ASCO website (www.asco.gngcludes supportive care guidelines for anti-
emetic drugs, management of white cell, red cell andlptdexels, and the use of
several protective therapies to address the side gtféchemotherapy and radiation
therapy. All of these guidelines were either introducedpdated between 1999 and
2002. ASCO also posts a practice guideline statementdsepuing fertility among
cancer survivors published in 2006.

The practice guidelines described above seem minimaisatlhen compared to
NCPB’s call for the development of practice guidelimeReécommendation 6 by
professional societies. However as discussed atetpating of Chapter 5, the NCI
website has PDQ articles for nearly all of the physaca psychological symptomatic

concerns raised in the 2001 report on cancer palliatio@.ldhe exception is dyspnea.
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Pain, fatigue, nausea, and cognitive disorders are ah\v&sere anxiety and depression.
There is an article on spirituality. A number of issuaised were not included in the
2001 IOM report on cancer palliation, including cardiopulmmgnssues, fevers sweats
and hot flashes, gastrointestinal issues, lymphedemaeadiingy, sexual and reproductive
issues, sleep disorders, pediatric sequelae, and otheratrtitles are peer reviewed and
include treatment guidelines. Clearly, for ASCO to have ldgeel its own set of most or
even many of these topics would have amounted to unnecesgdigation of effort with
NCI.

ASCO published a policy regarding end-of-life care in 1998adl cited. That
article affirms the primacy of the doctor-patient tielaship; calls for effective
communication with patients, or guardians in the cashitdren; recognizes the spiritual
and psycho-social needs of patients and families; fralisptimization of healthcare
quality; and commits ASCO to advocating for the remao¥ddarriers to end-of-life care
of high quality. The article further calls for improverh@nthe education of health care
providers in the area of patient communication, suppogthdlspice model, and
dismisses the debate about physician-assisted suicadeeaslt of gaps in end-of-life

care. ASCO supports legislative initiatives in pain manege research.

Oncology Nursing Society (ONS)

The ONS website (www.ons.grgncludes a clinical practice page primarily built
around the concept olursing sensitive outcomeSee the concept paper published on
this website and authored by Given, Beck, Etland, Holmdel5bamkin, and Marsee
(2003). This paper was published roughly two years after publicatite 2001 IOM

report on cancer palliation. Given et al define nursimgisiee outcomes as patient
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outcomes that are sensitive to nursing interventiohsirpaper strongly echoes Foley
and Gelband (2001) in a number of respects. Consequencesamhestare discussed in
terms of symptom experience, functional status, safeyghpfogical impact and
economic costs. The purpose of publicly discussing nursimgjtse outcomes on the
website is to create quality standards so that both gaaldyaccountability can be
measured, and vulnerable types of patients can be iddnfyenptoms recognized in the
2001 IOM report on cancer palliation are addressed includimg ppgathlessness or
dyspnea, nausea and fatigue. In addition, Given et @jne&e insomnia, constipation,
anorexia, diarrhea, skin and mucous membrane problemseatrdpenia (p.6).
Psychological distress issues mentioned in Foley atda@d (2001), including anxiety
and depression, are discussed as is spiritual distr&ys3piritual distress is discussed in
the 2001 IOM report on cancer palliation but not as theesdass of issue as
psychological symptoms. In addition, functional statugpsrationalized in detail to
include: activities of daily living, instrumental activsi®f daily living, role function,
activity tolerance, ability to carry out usual activitiaad nutritional status (p.6). Given
et al also define safety and economic impact as classrgcomes. Safety outcomes are
defined as having preventable negative impact, including iofestfalls, skin ulcers,
extravasation incidents and hypersensitive reactiong.(Ec@nomic impacts include
length of stay, unexpected readmissions, emergency aBsds;osts, which are further
broken down as out-of-pocket, per day costs, and per epsste(p. 7).

The ONS approach to quality and accountability assesdoremiirsing is built on
a conceptual framework that addresses the universe of isssied in the 2001 IOM

report on cancer palliation, and expands it from tleedture, and from the experience



123

base of the organized community of oncology nursesctugreze as complete a
definition of patient well-being as has been found anye/irethis research project.

Evidence-based summaries have been written for phgsiocgtoms, including
pain, dyspnea, nausea and vomiting, fatigue, as wedrasucositis, peripheral
neuropathy, and problems sleeping. Summaries have alsevb#en for functional
status issues including nutrition and return to usual fumictgp A summary on
prevention of infections has been written. A depressionmary has been written.
Economic summaries were under contract. In additioi©OkR& website includes
bibliographies on complementary and alternative thesapigtrition, palliative care,
patient education, and symptom management in general gadticular, including pain,
dyspnea, and mucositis.

Even though many of the topics covered on the ONS welarageddressed in
the NCI PDQ web presentation, it seems that ONS tehgtedid not feel that the topics
had been covered sufficiently to fill the need for mgsnterventions. The ONS web
presentation represents an attempt to reduce nursing imtiengto an evidence-based

state of development.

Association of Oncology Social Work (AOSW)

The AOSW website (www.aosw.grgncludes a number of position papers on

issues connected with psycho-social issues, which isidedas central to the
organization’s mission in its mission statement. The 2808W standards of practice
statement describe psycho-social services as the watnbeition of oncology social

work. These services consist of counseling at the ithai@, family, and group level, as


http://www.aosw.org/

124

well as education, advocacy, discharge planning, case maeagand program
development.

The AOSW website includes a joint position paper withSOigarding end-of-
life care. This statement was first approved by bothrozgéions in October 1998 and
revised in 2003. The statement calls for coordination am@egptines, use of therapies
that are considered to be curative at the end of ltfeef improve quality of life, and
development of the science of symptom management.dfuté statement calls for
recognition of the psycho-social needs of patients agid fdamilies, the reduction of
palliative care to interventions, along with instructinthose interventions as part of
nursing and social work curricula. The statement alde fmal cultural competence of
practitioners and good communication with patients and thmiilies, as well as respect
for advanced directives. This position paper calls fopedey at the policy and
institutional level. It is somewhat dated, predatingghklication of the 2001 IOM report
on cancer palliation.

The AOSW statement on euthanasia and assisted sui@dendbcategorically
reject physician-assisted suicide, characterizing thsidado end one’s life as a control
issue that arises with the overwhelming changes a@ntef life. This position paper
also advocates assessment of the patient’s psychdlegitaaand any unmet needs in the
area of symptom management, whether physical or psyghaloThe paper also
advocates effective communication among providers, pgatiand their families, and
assessment of the psychological and social environmbatpaper addresses value

conflicts that involve the social worker’s values.
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In addition to the foregoing, AOSW has issued a jomteshent with the
Association of Pediatric Oncology Social Work thafirtes family-centered care. The
AOSW website also identifies special interest groupslidS, blood and marrow
transplantation, children, complementary and altereatiedicine, ambulatory care and
fee for service, end-of-life care, pain and palliativeecapirituality, and issues of

diversity.

Hypothesis 6 - Journal Review

This section explores the development of the evidease of each professional
group. It was expected that the articles in professipuo@hals would reflect increased
interest and attention to qualitative research, psycla@bgymptoms and patient
participation in decision making relative to cancer @am®ng the pre-deliberative (1994-
1996), deliberative (1997-2000), and post-deliberative (2001-2005) periods It w
further expected that there would be a one or two-gepbéhind research-based
adoption curves as increased palliative care researshrgeslated into articles in
professional journals. However, because the expansiN@bfunded research in
palliative care and symptom management was quite lintigsting for this pattern in the
data was not possible. Instead PubMed searches and a cersewy of article abstracts
established journal content. Significance testing for pat® journal content consists of
evaluating Mantel trend scores where query hits arecttezt cases; other articles are
treated as controls. The number of years of publicatitar 1994 for thdournal of
Clinical Oncology (JCOpr 1997 for theClinical Journal of Oncology Nursing (CJON)

is considered the exposure.
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Journal of Psycho-social Oncologfd994-2005)

At the time the PubMed queries were made, 2005 was the/@ayin the study
period of data available for this journal. Because thadmf social work is primarily
patient-centered and concerned with the phenomenologsyalhological and social
issues, including patient preferences, relationships and exomeell-being, the focus of
this journal can be expected to be in line with the NGP&ommendations from the
2001 report on cancer palliation throughout the study ge@werall, there is no apparent
adoption of the NCPB’s recommendations becdasenal of Psycho Social Oncology
(JPSO)entered the pre-deliberative period in apparent agreenitntne NCPB’s
recommendations. Through the deliberative period the sitergalliative and end-of-
life care and effective management of psychologicstess, physical symptom
management, and patient support continued to address a geowlimgcreasingly more

sophisticated knowledge base. In the post-deliberative pergahasis seemed to shift

Table 2.Main Topics Published in theJournal of Psycho Social Oncolog¥994-
2005

1994-1996 1997-2000 2001-2005

Adjustment To Cancer Adjustment To Cancer Survivorship
Patient Control and Patient Control and Patient Control and

Satisfaction Issues Satisfaction Issues Satisfaction Issues
Spirituality and Mind/Body Spirituality Adjustment To Cancer
Cultural Needs Of Vulnerabl8ymptom Management Spirituality
Populations
Psychological Symptoms Quality Of Life Issues Symptonmadement
Physical Symptoms Support Groups Quality Of Life Issues
Quality Of Life Issues Vulnerable Populations Support Groups
Relationships Relationships Vulnerable Populations
Economic Issues Economic Issues Relationships
Measurement Measurement Economic Issues

End Of Life Screening
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somewhat to a new emphasis on survivorship at the expéesel-of-life care as a field
of emphasis.

During the pre-deliberative period, between 1994 and 1#¥60Qaddressed
many of the issues raised in Foley and Gelband (2001), anayfocus. Generally
speaking these articles addressed dimensions of patiezitdieing such as adjustment
to cancer, patient control, communication with patiepégient satisfaction, compassion
received from healthcare providers, spirituality, and theial needs of vulnerable
populations. The mind/body connection was discussedcliifes faced by patients
discussed byPSOincluded: sub-clinical and more severe psychological tiomdi
physical symptom management needs and advocacy, hopst sunality of life,
functional status, facing death, bereavement of loved, dimancial and other stress.
Patient and family stress was discussed including maeitions, adjustment needs of
parents and siblings, needs and means to support care givgligferventions to boost
patients’ self image. The articles included reviews amdy#o articles that used
gualitative and quantitative methodologies. There arenpteto measure patient
adjustment to cancer. Two central tendencies idB&0articles present themselves
during the pre-deliberative period. First, oncology sog@ikers from the perspective of
the journal are primarily advocates for cancer paiand their families and care givers,
and second, in broad terms the social work professidralheady integrated the
perspective on palliative cancer care presented by the NCEE1.

During the deliberative period, between 1997 and 2000, the subjdet ma
expanded and the sophistication of analyses increasechptesaof increased

sophistication include discussions of scales for phyaitdlpsychological symptoms.
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The dimensions of well-being and categories of diffieglfaced by cancer patients and
their families and care givers discussed above comtitreugh the deliberative period.
In additionJPSOQatrticles addressed the role of exercise, sexual funatid reproduction
by cancer patients, the effects of age on older patiantsextensive discussion of the
use of support groups, group therapy, and group educationragention. There was
an increase in the number of articles that discusenitynissues, particularly in relation
to spirituality and cultural preferences. In a broad sahseuniverse of issues remained
roughly the same as in the pre-deliberative period, blkrtbe/ledge-base seems to have
increased, and the methods have become somewhat morgtisafgd. As with the pre-
deliberative period, most of the methodologies are quaktabut there is a noticeable
increase in the incorporation of quantitative methods.

During the post-deliberative periodRSOarticles seem to move away from the
tendency to use gquantitative methods for palliative caeeviantions. There is an
increased interest in colorectal screening, which wapriheiple focus of a single issue,
Vol. 19, Num. 3/4 (2001). This journal increasingly uses thguage of survivorship,
which it seems to adopt readily. The subject mattensewore or less consistent with
previous periods. The most notable difference is thaetisdess attention to end-of-life
issues, although spirituality is not deemphasized. Howéatalism among minority
populations is discussed. For whatever reason thererafgpdae a transfer of interest
from end-of-life issues to survivorship issues, without@dinyinishment of interest in

patient advocacy or advocacy for effective supportive.care
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Clinical Journal of Oncology Nursing(1997-2005)

The quantitative results of query hits for this journatevéisappointing. The only
significant trends that were apparent were a declingngdtmm comprehensive care
articles (p=.045) and an increasing trend in patient participat decision making
articles (p=.030). Comprehensive care articles represaetaty half ofCJONarticles in
1998, and declined to 10% in 2001, after which the proportioreséthrticles increased,
varying between 13% and 30% in subsequent years. The year 200&pparent change
point for this variable. Patient participation in deamsioaking articles are represented by
two (3%)CJONarticles in 2000, but none of these articles were puldighany other
year between 1997 and 2002. After 2@XXONpublished between one and five articles
on patient participation in decision making per year (1%-8%e positive findings are

based on a very small number of query hits within a sexgll number of articles.

Table 3. Main Topics Published in theClinical Journal of Oncology Nursing
1997-2005

1994-1996 1997-2000 2001-2005
Symptom assessment Symptom assessment
Symptom management Symptom management
Patient education and Patient education and
Not Yet in Publication communication communication
Nutrition Patient decision making
Role of nursing Nutrition
Quality of life

Role of nursing
Evidence-based nursing

The CJONdid not begin to publish until 1997, the beginning of the dediines
period. The timing of the founding of this journal suggestsrdhusiastic reception by

organized oncology nurses to the discussion of gaps iafpadlioncology. During the
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deliberative period articles related to palliative and-eftife care and symptom
management addressed symptom assessment, management ofrs/fopa number of
conditions under particular circumstances. The jowalsal addressed the use of
medications, side effects, patient education and comntignicand nutrition. Other
articles addressed issues of medical supervision of namsesupervision by other
nurses, as well as the role of nurses in symptom neamaigt. In other words the editors
of CJONset about the business of educating readers in the s@épalliative oncology
nursing rather than debating its merits. One effecttwaefine and call attention to the
role of nurses in providing supportive care, educating patieant providing symptom
management to cancer patients.

During the post-deliberative period, between 2001 and 2005, tletyafi
articles expanded to include patient participation in datisiaking, fertility as an issue
in counseling and decision making, and economic considesatiocancer care.
Depression was discussed clinically and on an intespatdevel. Humor was discussed.
Also discussed were ethical considerations in theestiof medical futility. Generally
speaking the evolution of this subject matter showsattantion was paid to the NCPBs
recommendations. However, for the most part thegdemtrun somehow parallel to the
recommendations, by doing the work of creating the kedgé base with which to

manage cancer and establishing the role of nurses innthad\eor.

Journal of Clinical Oncology(1994-2005)

Palliative care and supportive care articles, dependirigeoyear varied between
0% and 4% o€JONpublications. End-of-life care articles never representere than

one percent o€JONarticles in any given year. All three variables haphificant
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growing trends. Palliative care, end-of-life care, and stweocare had p values of .016,
.006, and .016, respectively. Figure 17 shows that PubMed mayrkated supportive

care as a near synonym for palliative care. Figure 17 speaks for each variable in the
pre-deliberative, viz. 1995 for end-of-life care and 1996 foigiale care and supportive

Figure 17.Journal of Clinical OncologyArticles that Discuss Palliative Care and
Allied Topics
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care. The proportion of articles about palliative and supgocare increased through the
deliberative period, and did not peak until 2002, the year jadtiglication of Foley and
Gelband (2001). Articles about end-of-life care were maermittent. There were a

Figure 18.Journal of Clinical OncologyArticles that Discuss Physical Symptoms
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small number of articles on end of life care in 1998 E9@P, surrounded by 1997 and
2000, in which no articles were about end-of-life care¢ichss on palliative care and
supportive care declined in 2003, recovered in 2004, and declinedragaids. It is
difficult to conclude from this that a permanent chamggublication policy has
occurred.

Taken as a wholgdCO articles that discuss physical symptoms of some kind
varied between 8% and roughly 15% between 1994 and 2005. They peaked and99
began a long decline after that. There is no consistemtl throughout the study period,
and the adoption curve is quite erratic before 1999. Thetadocurve for articles on all
physical symptoms closely coincides with the curve fasea, which was significantly
negative (p<.001). Between 1999 and 2005 articles discussing nausessdd
proportionately by about two-thirds.

The adoption curve for pain articles did not have a sgmt trend over the study
period, but it does show a small peak in 2001. The 2001 peak ifedvioy others peaks
in 1999 and 2004. The greatest spike in pain articles occurs ind&9bin the pre-
deliberative period. Fatigue articles showed an increasengl {p=.029) over the study
period, with a low point in 1998. Dyspnea articles, neganmon, did not have a
significant trend, but did peak in 1996 and again in 2001. Liteoally a handful of

articles were written about delirium--two each in 200@ 2005.

Psychological Symptoms

The proportion of articles addressing psychological symptafral kinds
increased more or less steadily over the study perio@@fx The combined curve for

psychological symptoms peaked over 1.5% in 2000 and again atr2 234 and
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dropped in 2005 to less than 2.0%. The proportions of articieen about depression
(p=.005) and anxiety (p=.002) also increased significantly lait tirves are more

Figure 19. Journal of Clinical OncologyArticles that Discuss Psychological
Symptoms
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erratic. No articles were written about dementia duregstudy period. Figure 19 shows

these trends.

Quality Research Atrticles

Patient participation articles tended to increase (p<.004)oasportion of the
articles published byCO during the study period. Patient communication articldsdt
have a significant trend. Patient participation arsigieaked in the pre-deliberative
period (1995), and in the deliberative period (1999 and 2001), andted®ve found
some stability at about two percent@fONarticles per year. Patient communication
articles peaked in the pre-deliberative period (1995 and 1996)gaimdia 1999 and
more strongly in 2001. After 2001 the proportion of patiemmmmnication articles
declined to just less than 1.5% before finding stabilityhat kevel. It appears that both
patient communication and the issue of consulting patients become more accepted

as issues to be dealt with by oncologists, and areviegeittention inJCQO.
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Figure 20.Journal of Clinical OncologyArticles that Discuss Patient
Communication and Patient Participation in Decision Making
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During the pre-deliberative period, between 1994 and 1996, thenagstity of
JCOarticles that addressed palliative and end-of-life oaymptom management were
clinical articles that addressed how a treatment ofnaogality affected the outcome of a
particular diagnosis or class of diagnoses, or ifgzha symptom of cancer or a side
effect of cancer treatment. Exceptions were rareinoliided the psycho-social effects of
a particular type or related types of cancer or a péatitype or related types of
treatment. Other exceptions included prevalence stuahés;elations among prognosis,
quality of life, and survival. Yet other exceptions address@drpanagement, a quality
of life scale, and measurement of symptoms. Patientaéidncand patient
communication were discussed, as was suicide/euthamasiaelationship between pain
and depression was discussed and depression was discuasmhdgion relevant to
oncology. There were also studies that addressed nunsargentions in the context of
obtaining patient consent. It should be emphasized tlapefor the clinical studies
described at the beginning of this paragraph, none of theoc&t®Qr articles represent
topics that were little more than a small minorifyacticles within the context of

palliative and end-of-life care and symptom management.
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During the deliberative period, between 1997 and 2000, the emph&si® in
palliative and end-of-life care and symptom managemeritncea to be on clinical
articles, but interests @JO showed signs of broadening. Increasingly articles focused
on the effects of treatment on quality of life. Aftative medicine and euthanasia were
discussed. The number of articles dealing with depresamamxiety increased, as did
the number of articles addressing patient communicatidritenrole of compassion. Post
traumatic stress was discussed. Concern was raisetitabajuality of life not only of
patients but also care givers.

During the deliberative periodJOtook up the issue of palliative treatment at the
end of life. A policy statement was issued in 1998 andsisudsed as part of the
evaluation of Hypothesis 5. Small numbers of otherlegidiscussed the need for
compassion generally and improved communication fromlogts. Other articles
somewhat defensively explored regulation of medical mecivhile others addressed the
possibility that there might be ways that oncologikesnselves are barriers to meeting
the needs of patients.

During the post-deliberative period, between 2001 and 2005, clariweles
continued to be the majority of articles publishe@€¥®©, although articles with a
primary focus on symptoms and symptom management arisinfjeredt situations
became increasingly prominent. This last categorytai@s is analogous to the
symptom management articlesGdONalthough with a different emphasis dictated by
the target audience. Psychological health was discussau @utcome and depression
was discussed as a negative predictor of survival. Qudlifig @and functional status

were discussed as outcomes and their measurement wasséid. Patient participation
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in decision making was raised, generally and in théestiof the end of life.
Suicide/euthanasia continued to be discussed. Survivorshamiesn issue but did not
become dominant as an issue in palliative care and sympianagement, as appears to
have happened withlPSQ The mind/body connection was raised and the needs of
vulnerable populations discussed.

This chapter presented the findings of Hypothesis 5, whicleaskeld the
development of practice guidelines by professional orgamisaand Hypothesis 6,
which addressed the content of the principal journalaolh @rganization. The ONS
developed an elaborate program of practice guideline dewelatpand many of those
guidelines address issues raised in the 2001 IOM report oargaaltation. The part of
the ASCO practice guidelines that address symptom managenagritte limited, but this
was offset by NCI PDQ web presentation on palliatevecdiscussed earlier. The
AOSW web presentation followed the professional intesretoncology social workers.
It was not possible to tie the actions of the ASCOSOahd AOSW to the 2001 IOM
report on cancer palliation, although it is clear thatduidelines called for by the authors
of the 2001 IOM report on cancer palliation now exist. [Ho& of available data and
problems of statistical analysis due to small numbemdarethe analysis of Hypothesis 6

disappointing, even with the use of grounded theory.
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CHAPTER 8. DISCUSSION, CONCLUSIONS, AND RECOMMENDATI ONS

This policy analysis has been conducted as an evaluatidy Sthe hypotheses
were intended to shed light on whether or not the orgamied changes called for by the
authors of the 2001 IOM report on cancer palliation weade and what effect those
changes had in terms of the number and value of psogact the number of published
articles addressing palliative and end-of-life care, sympt@magement and other
concerns addressed in that report.

The recommendations evaluated were primarily directedrtd NCI as a whole
and the Cancer Centers Branch, as well as threesgiof@l organizations named in the
report (Foley & Gelband 2001b, pp. 50-53). Recommendations 1 alid& the
creation of centers of excellence in palliative car@ symptom control among the cancer
centers and the requirement that the comprehensivercagwters conduct research in
palliative care and symptom control as a conditioreobgnition of comprehensive
status. Recommendation 6 calls upon professional orgamgdtiaeencourage their
members to support the development, testing, and implenaentdipractice guidelines
in physical and psychological symptom management. Recadatien 8 calls for NCI to
conduct state of the science conferences in palliadve and symptom management and
establish a prominent research agenda based on thosectwef proceedings.
Recommendation 9 calls for NCI to establish an institati locus or loci for palliative
and end-of-life care and symptom control research. Titigidn of Cancer Treatment
and Diagnosis is hamed as a possibility for such a locus.

The hypotheses were intended to evaluate the succeaslobf these

recommendations. Through Hypothesis 1 we seek to deterrigthev or not state of the
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science research was conducted, what the findings wheg ifrany institutional locus
was established, and what relevant research agendsstaddished. Through Hypothesis
3 we seek to establish whether the Cancer CentersiBraptemented the
recommendations that were directed to it. Through Hypsthese address the
development of the practice guidelines that were calle@®y professional organizations.
Through all of this adoption, rejection, and reinventibthe recommendations is
addressed. Hypotheses 2, 4, and 6 address the impact of th®©R0@dport on cancer
palliation in particular, and the impact of the NCP®trk in general on the overall NCI
budget, the proportion of the research portfolio cafoiethe cancer centers, and the

publication histories of three professional journals.

Study Validity and Limitations

In a general sense the main limitation of this studgisarrow focus. The 2001
IOM report on cancer palliation, as was amply demotedrin this study’s review of the
literature, was one in a series of reports published bM@B in its nine-year existence
that to be fully understood must be taken as a packageldition, where cancer research
and practice are concerned, the authors of the 2001 IPdftren cancer palliation are
very specific in the entities they target. The targeof professional organizations for
oncologists, oncology nurses, and oncology sociakersrfor practice guidelines was
indisputable in the sense that the targets were the abhtioganizations of each group.
The targeting of NCI in order to bring that organizatieore prominently into the NIH
research program in palliative care and symptom managemas clearly a sensible
tactical decision. NCI is the premier NIH member ingétin the US effort to address

cancer, and NIH’s largest member. However the focus®NCI research program of
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this research project leaves unexamined significant psrod the NIH research program
in palliative and end-of-life care and precludes deteaifaeinvention of the NCPB’s
recommendations. That is another research questioh worsuing. The primary
purpose of this research was to assess adoption of thB'si@&eommendations in 2001.
Reinvention is germane to this study where the actoosreinvent the recommendations
are the named actors in the NCPB’s recommendatio?@0fi. However, two points
about intervening issues should be addressed here.

The first point is that as called for in Field & Cals&l997), NINR was made the
lead agency in developing the NIH’s program in end-ofddee. This was noted in Foley
& Gelband (2001b) who recommended that NCI not limit the ldpweent of its research
program in palliative and end-of-life care to the NIMRiative. NINR led the
organization of the 2004 consensus conference on end-chfiée At the end of the
study period NINR was still the lead agency in the NIH-efitife care research program
according to its 2005 budget justification. The lead statbiNR in end-of-life research
at NIH has not been challenged in any of the matenawed here. This means that the
impact of NINR, which has a budget that grew in evear yeom $63.6 million in 1998
to $138.1 million in 2005 (NIH Almanac, 2007) is unaccounted foreRpert interview
was sought and declined by Alexis Bakos at the NINR Offidextramural Programs,
who however responded with an e-mail (personal commum;di/4/2007) that she will
allow to be cited. In that e-mail Dr. Bakos indicatledt NINR had been influenced by
Field and Cassel, and not the 2001 IOM report on canceatpail It seems plausible
that because NINR is not a disease specific agencyftbence of other IOM bodies

was of great importance and the NCPB'’s work was ofively little importance, as Dr.
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Bakos suggests. We should then be careful about readitigraninto steps taken by
organized nurses that coincidentally appear to amount fiaeldoehavior, because
those connections may be spurious. However, for nursbswpecialty in oncology the
lack of interest in the NCPB’s work may be less prowedn

The second point is that much of the initiative listedtee NCI Palliative Care
Working Group website (NCI, 2007b) spans members of the Whiree program
announcements are offered as examples and may be checked @RP website. They
are: PA-05-090, PAR-06-520, and PA-02-169. The point is that thenfohct of many
initiatives through NIH, even if they are led by NClgbkes beyond the work done by
NCI. The impact of NCI initiatives where some reseasaione by other NIH members

is lost in this analysis.

Budget Data Quality

This section assesses the quality of the NCI budget Blathlems of temporal
distortion in the extramural and intramural data wargdly overcome. The impact of
missing intramural data is minimal because of the axtral nature of the work of NCI's
Working Group on Palliative Care and the Cancer Ceresinch. The impact of missing
extramural data is minimal because of the very gocklthat it was possible to establish
that nearly none of the missing records is relevapatiative care or related concerns
through cross validation of the DEA database with th® @Rd ICRP databases. The
DEA, CRP and ICRP databases are compared with a budgeastathbt may be queried
from the NIH Office of Extramural Research (2007). Endatabases are superior to the
Office of Extramural Research database because theyglentiaining programs and

cooperative agreements but have the disadvantage that data available beginning in
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1998 or 2000. Another Office of Extramural Research datgB@€ya) provides budget
data for extramural projects. This study’s estimate of pgsearch for 2003 is validated.

Data Quality. Appendix A addresses data quality at length. Queries dE#e
database were made to extract the entire databasesagese of the NCI extramural
program. The resulting totals were compared with R&it Bookq1998-2005).
Construction grants were excluded conceptually. Fellowssdihough interesting
conceptually were excluded because of poor coverage whelattheere compared with
the Fact Books Contracts have substantial gaps as well but are tangognough to the
study overall that they were not excluded. A second attehdata finding reduced
missing extramural data from between 4.6% and 16.7% peroybatween 3.2% and
12.9% per year. However there is still temporal biabendata. The data is between
92.0% and 97.3% complete from 1998 to 2001. The worst years are 2020C8)
which are 88.1% and 87.1% complete, respectively. The datawa after 2003 to
92.6% in 2004 and 94.6% in 2005. However, the impact on this studpiimal because
a list of projects identified through CRP and ICRP queresearch terms relevant to
palliative and end-of-life care, symptom managemenmt ratated terms that were
originally missed in the DEA database was reduced tongawmgects when the DEA
database was searched for the specific contract nunibeisort there is missing data,
but nearly all of it does not impact this study. Altlé twelve missing records, the only
exceptions, were projects from the University of Nortindlina at Chapel Hill, which is
a comprehensive cancer center.

One issue of temporal bias could not be resolved. Extedmata for 1998 and

1999 were only available on the DEA database. Projedtsvthald have been missed in
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the first DEA queries could not be identified from CRM #RP global queries if those
projects ended in 1998 or 1999. Fortunately the early yealatafon the DEA database
were relatively complete. Projects that would be idiedtin the CRP and ICRP
databases but would not be identified in the DEA datalvasdd also be lost if they
ended in 1998 or 1999. To compensate for this an expansive app@atiken in data
selection. Directed queries on specific search terms made opportunistically in each
of the three databases using the strengths of eachiRyKigppendorf's alpha scores to
compare query results among the three search enginas possible to combine DEA
results with the results of the other databases ahdteethe temporal bias. Generally
speaking the DEA query results were compatible with the Giery results but not with
the ICRP query results. See Appendix A for a detaileceptason of the data extraction.
Temporal bias was a primary concern because the dagauaed in trend analysis.

Inflation. Inflation was adjusted because of 44% inflation betw&98 and 2005
and dollar amounts are expressed in 2001 dollars unless othaoted. However, the
analysis of the budget data is largely in terms of ptapws of the annual extramural
budget.

Cancer CentersCancer centers were identified from a list publishechen t
Cancer Centers Branch website because the P30 grantaateediable indicators of
cancer center status. Use of this list made it possildéestinguish cancer centers from
comprehensive cancer centers, although that distinctioot issed in the analysis. See
Appendix A.

Lack of Access to Intramural Budget Datd.he extramural budget of the NCI is

a matter of public record and available for public inspechy anyone who has access to
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a PC, a fast Internet connection and no small amoiysdtience. The NCI intramural
budget is much less transparent. Online search engineslida wentifying intramural
projects, but attempts to obtain funded amounts foammiral projects online were
unsuccessful. Queries of the CRP database identified h@fural projects in 5,057
project years between 2000 and 2005. No intramural projectsidestdfied in the ICRP
database that were not also found in the CRP databas@&vr, it is impossible to
corroborate the exact number of intramural projeetaabse the N(Fact Bookq2000-
2005) do not quantify the number of projects but rathetifak equivalents (FTES).
Between 14 and 19 intramural projects met specific seaitehia@ in each year between
2000 and 2005. No intramural projects were identified in 1998 or 13%@&e CRP and
ICRP coverage begins with 2000. The value of these pragatknown. The impact of
this is mitigated by the fact that elements of NCI'di&t&ve Care Working Group
participants work for extramural divisions.

Validity of the Estimatesilt is highly likely that the proportions of the NCI
extramural budget dedicated to palliative and end-of-life,ceymptom management and
related categories are exaggerated in the sense tratamgtdollar in the estimate is
spent in each category. In expert interviews KathledayHpersonal communication,
4/25/2007) and Charles Cleeland (personal communication, 5/11/266& asked to
comment on the estimates of the extramural budget prodhycias study. Both
indicated that the estimates of the proportion of ttteaeural NCI budget spent on
palliative care and allied concerns sounded high and reéftara study on pain research
by Bradshaw, Nakamura and Chapman (2005). Bradshaw etnadtesthe proportion of

the NCI budget devoted to pain research in 2003 using a met¢hpdimilar in its
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essentials to the one used here with very differextite Bradshaw et al estimate that
$12.2 million of the NCI extramural budget went to projebtt had a primary focus on
pain while $29.2 million went to projects that have any fanugpain (p. 289). By
comparison the data used in this study put the proportitdredfiCI extramural budget
devoted to pain research in 2003 at $278 million in 2001 dollar$28i million in
unadjusted dollars. There is a nine-fold difference betwthe two estimates.

The method used by Bradshaw et al (2005) should sound fari@rauthors
first identify projects with Boolean searches of anrentlatabase, and then classify
them. The NIH Office of Extramural Research ComputetriBval of Information on
Scientific Projects (CRISP) database provides infoiondor research and development
projects, as well as training, professional, or commuggtyice projects or interagency
or intra agency agreements, with funding from NIH oumber of other federal health
agencies (2007). The records produced by queries include grant supribesipal
investigator's name and the project title, which provideskatd a project abstract.
Neither the records nor the abstracts include budgetedrasydnowever Bradshaw et al
were able to download a list of NIH extramural award am® from the NIH Office of
Extramural Research website (2007a). The database useddsh&naet al would have
been preferable to the DEA database because it codttasor the entire study period
(1994-2005), although specific keyword searches before 1998 wouldlterpatic for
reasons that will become clear below.

The classification procedure used in Bradshaw et al (2008)ics more
conservative than the method used here. The authors,re/lexg@erts in the field,

conduct their searches based on a list of search thansdicate pain or a related topic,
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or a condition that is characterized by pain. The asttiean use an iterative process to
screen out projects that impact painful conditions bugrevipain is not at least part of the
focus of the research. Restricting their analysiesearch projects, the authors break
down pain projects by whether they are basic sciencinarat in nature and by whether
or not pain is a primary or secondary focus of the rekea

The method used in this study is discussed at length inn8ippA and is
summarized here. Pain records were identified throughlsesof the DEA, CRP and
ICRP databases. The DEA and ICRP database queriepaiseas keyword. The CRP
database allows the user to select an NCI-defined sjp@eiedst category, which is peer
reviewed. A Krippendorf's alpha for all three queries \eas than 0.500 so the three
guery results were not combined. However, Krippendorpbafor the DEA query and
the CRP query (0.513) indicated that the two queries wereeirall agreement and were
combined. The procedure for extracting the data for thisystad deliberately expansive
so that it would be sensitive to changes in practicenataer of levels from recognition
to core purpose. The difference of an order of magnitudeanitomparable estimate was
a potentially very disappointing surprise.

However, the difference may not rest entirely viiid estimate produced by this
study. The projects identified by Bradshaw et al (2005) donetide program grants,
training, professional, or community service projecti@riagency or intra agency
agreements included in the CRISP database. When this (gdjedget data are
disaggregated the difference between the two estinsatesolved. Training, Career
Program grants, and cooperative agreements account for $ilid4 emd P30 cancer

center grants account for $155 million. The remaind&28t2 million, approximates
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Bradshaw et al. Notwithstanding, the estimates generratbdt research are exaggerated
because they include core cancer center funding ofutistis that justify their status as
cancer centers on the basis of their commitment tonesearch, and are undeniably a
measure of institutionalization of pain research at.N@E overall validity of the
estimates of this research is not undermined becauskathare a valid measure of

institutionalization. The data are adequate for evaluatidtypotheses 2 and 4.

Journal Data Quality

This section assesses the quality of the professionalal data. As planned, the
journal database would have been extracted through PubMetiegaflCO, CJON
andJPSQ Those PubMed searches were to have identified arficden the three
journals published from 1994 to 2005 that meet search cribatiavere selected priori.
The procedure for the searches is discussed in fAbbpendix B. There are serious
problems with the data that render them all but unusablealge of the unavailability of
data in large enough numbers to permit meaningful statistignificance and difficulties
in validating the results through expert interviews, Higpsts 6 is discarded.

Data Availability. There are serious problems with data availability. Bata
JPSOare not available on PubMed until 2005. An attempt to eixthe data frordPSO
abstracts for 2005 produced unreliable results when compatieé®uwbhMed searches of
JPSOfor 2005. Statistical analysis dPSOcontent was abandoned at that point.
Statistical analysis d@JONfrom its founding in 1997 to 2005 was fruitless for all but
two of the largest aggregations of variables becausedbwhvolume of articles

published. Oni\COwas available for all years between 1994 and 2005 and published a
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large enough number of articles in each year that taatysis could produce significant
results.

Coding of Journal Articles.In order to assist interpretation of the available data
and in the absence of usable data for two of the joyrgdsinded theory was used to
determine the topics dPSOabstracts and PubMed searches including several thousand
JCOandCJONarticles. Categories were identified from the seumaterial and
classified by pre-defined search terms. Based on thossfrdations it was possible to
identify categories of topics and establish connectiotis the data selection criteria used
in the PubMed searches. However, it is not possibiefeo editorial policy from these
data.

Expert Interviews.To address editorial policy, expert interviews werenapted
with the editorial staff of all three journals and sessfully completed with editorial staff
of CJONandJCOwho have experience with publication of articles otigtale care and
related topics. Rosemary Carroll-Johnson (personal eomwation, 5/3/2007) who
worked in editingCJONindicated that the 2001 IOM report on cancer palliatios @
familiar to her, although she would not rule out thesgmkty that it might be a factor in
the writing of some of the articles. She stated thatcontent o€JONreflects the
content of the articles submitted, although articlesraturned for editing. Given the
small number of articles published this last asserarertainly plausible. During the
interview the issue of competition with other journalswaised. Patricia Ganz (personal
communication, 5/10/2007), who worked in editing palliativeeard related articles at
JCQ, indicated that she believes that the 2001 IOM repodaoner palliation had little

impact on the content &CO. She suggested further that consensus conferences change



148

little because by the time they occur the consensalsaady in place among professional
groups.

SynthesisBased on the poor data availability, and expert opirtisaissuggest
that the 2001 IOM report on cancer palliation may kedasrant to choices about which
articles get written and which get published, and especrallght of the importance of
NINR in the development of palliative care, it is doubthat Hypothesis 6 can be
answered meaningfully. Most evidence is the grounded thxmsd on journal content.
These data are used sparingly in the discussion and adonably be seen as spurious

because the impact of the 2001 IOM report could not be valitbgtdte interviews.

Institutionalization at NCI

Hypothesis 1 predicted that NCI would conduct state o$tience conferences
and publish proceedings on palliative care and symptomatahat would result in a
clear and prominent research agenda that is followed byaN®Cthe comprehensive
cancer centers. Determination was sought whether NCt¢dnaducted state of the science
conferences and published proceedings on palliative cargyammtom control that
resulted in a clear and prominent research agendastfmiowed by NCI and the
comprehensive cancer centers. An institutional commitneoepalliative and end-of-life
care and symptom management and the establishment withiof4€ institutional
locus for these were identified.

On the whole Recommendations 8 and 9 have been fulfllleelnecessary
legislative foundation was already in place by 1993tafesof the science meeting called
for in Recommendation 8 was held in 2002 with NCI as é $p@nsor and participation

from a number of NIH member institutions. The conferdocesed on pain, fatigue and
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depression, with a concern for formalizing the scierfdeeating each. However, the
conference did not focus on dyspnea, nausea, anxietggaitive difficulties, some of
which are important concerns in managing end-stage cakuether state of the science
meeting was held on end-of-life care in 2004 although NGl nea a principal sponsor.

An informal working group was created at NCI specificatl implement
Recommendations 8 and 9. That working group is composedioitiuals from three
extramural divisions and the Office of the Directohiath makes it a dual network as
defined by Alange et al (1998). The strengths and limitabdssich an informal body
aside, the fact remains that an institutional locup#&lrative and end-of-life care and
symptom management has been established at NCI per Recaolation 9. The
Palliative Care Working Group is coordinated from within Eheision of Cancer
Treatment and Diagnosis, as suggested in Recommendation 9.

Another more formal institutional locus has been founthe Office of Cancer
Survivorship, itself a member of the Palliative Care Kifay Group. The Office of
Cancer Survivorship is within the Division of Cancer Cohénd Population Studies.
This placement is perhaps a step removed from the geweltt of new therapies but
closer to cancer control, which is concerned with theld@ment of better interventions.
The reader is reminded that many of the authors of the ZD1réport on cancer
palliation noted the existence of effective therapigtspointed out serious gaps in quality
and accountability within interventions. On the wholdeast on paper, it appears that
NCI is in substantial compliance with the report’s ®&amendations 8 and 9. It remains

to be seen whether these changes have resulted ireaobost palliative care and
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symptom management research program at NCI, which wesidtnn an increased
share of NCI research spending.

In addition, a web presentation was found on the NQisite that makes peer
reviewed information available to health care providedstha general public. The web
presentation addresses all of the symptoms discussleel 2001 report on cancer
palliation, except dyspnea. It also includes a numbezlated topics not mentioned. The
provider portion of this web presentation amounts to pragtiegelines, which represent

institutionalization within NCI.

NCI Budget

Hypothesis 2 predicted that examination of the NCI mtnaal and extramural
budgets would show that NCI has shifted emphasis in furtdipgoritize palliative care
and symptom management. Indicators of palliative caresyamgptom management
would show S-curves when graphed by year through the daiNe(1998-2002), and
post-deliberative (2002-2005) periods, indicating adoption ofejpert’s
recommendations through the theory of diffusion of irmt@mns. Adoption was expected
to begin to increase early because of increased publitiatteéo the issues raised in the
2001 IOM report on cancer palliation.

The extent to which NCI shifted emphasis in funding forpiize palliative care
and symptom management was evaluated. To the extenhithbappened, indicators of
palliative care and symptom management were expectedwoSiooirves when
indicators of adoption of the report’s recommendatioaggaaphed by year, which

approximate linear trends. Adoption was expected to begnttedse early in the
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deliberative period. The direct impact of the 2001 IOM repartancer palliation was
also expected to result in changes in trend at Fiseal 2002.

In some cases overall increasing trends had no app&@amge points, which
suggest that the deliberative process rather than pubtaatithe 2001 report may have
driven adoption. In other cases there are readily appahange points, which suggest
that the report’s publication impacted interest in tipe tyf cancer research that the
authors meant to stimulate. That interest may bee@sing or decreasing. Accelerating
changes suggest adoption. Decelerating changes may stejgetsvn; however they
may also suggest that NCI was heavily invested in the REOR&k, which was
completed in Fiscal Year 2002.

Figure 21. NCI Budget from NCI Fact Books(1994-2005)
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All of the findings reported in the second parts of Cha@easd 6 must be seen
against a backdrop of rapidly increasing funding of caresgarch between 1994 and
2005. Some of the increases reported in Chapter 5 weeesiuill, on the order of 0.1%.
Adjusting for inflation with a specialized inflation indéound in an NIH Office of

Portfolio Analysis and Strategic Initiatives memo (20062, ghrchasing power of dollars
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spent to support NCI increased from $2.6 billion to $4.2 billion (6?2001 dollars
despite inflation of 44%. Adjusted for inflation the NQidget shows an S-curve as
demonstrated in Figure 21.

Extramural grants increased from $2.1 billion to $2.9 billio8001 dollars
between 1998 and 2005, with a single year high of $3.0 billi@e@3. The extramural
research budget represented between 83% and 86% of the@btadmitment to
research. Each tenth of a percent increment ofktnaraural budget represents between
$2.1 million and $3.0 million.

Palliative care research increased from 7.6% to 908 extramural research
funding between 1998 and 1999 and remained at roughly that lemegth2005. End-
of-life care research increased steadily and fourdett the study period, however, at
no point did this area of research exceed 0.22% of tinanevtral research budget. End-
of-life care remains a most minor component of thé &@ramural research program.
Supportive care increased steadily as a proportion aixtnamural budget from 1998
through 2002 from 0.6% to 1.0%, after which it declined to 0.52008 and remained at
that level in subsequent years. It is not clear fthisiresearch how much end-of-life care
research is conducted through other NIH members. Theorgitggpportive care was
created using keyword searches because it is not fowgith@r the CSO or the SIC. The
term may be subject to variation from its perceiveganance by proposal writers, and
the decline of its use should not be over interpretedveyer it appears on the whole that
palliative and end-of-life care taken together grew nmoresponse to the first report on
dying (Field & Cassel) in 1997 than in response to anything Eled report resulted in

designation of NINR as lead NIH institute in end-o&Idare research. However, while
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growth of budget share was flat after 2002, the proportigmayécts in palliative care
grew after 2002 after three years of decline. The growdmdfof-life care research is
large in comparison to what it was at the beginnindghefstudy period, but minuscule
when compared to the concern expressed in Field andlCdesstt and Simone (1999),
and Foley and Gelband (2001).

Physical symptom management research followed the sateernpas palliative
care. Extramural research on all symptoms increased#r8%a to 8.5% of the NCI
extramural research budget between 1998 and 1999 and varie@ih&weéo and 8.7%
thereafter. The proportion of physical symptom managepr@jtcts began to increase
after 2002 after three years of decline. Most of sympt@nagement research was
focused on pain. Dyspnea research increased signifiaarglythe study period as a
proportion of extramural funding, although that proportiener exceeded 0.04% of the
extramural budget represented by never more than three{sdNausea research
declined while fatigue research, which was addressed in theNaBD@onsensus
conference increased four-fold as a proportion of the &@amural research budget
from 0.09% to 0.38%. No projects were identified as workirtg @elirium. The term
cognitive difficultiesvas not used in searches but might have been productizedaeit
is used in the NCI documents reviewed for Hypotheses B.and

Psychological symptoms management research breaktheigrattern established
with palliative care and physical symptom managementdnityportant respects.
Psychological symptoms research began and finisheduthe seriod as a much smaller
research concern at NCI than either palliative cafgam management research. As a

proportion of the extramural budget, but not as a propoadiqmmojects, psychological
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symptoms management research increased significarghtloe study period from 0.2%
of the budget to 0.8%. The NCI extramural investment ines=mwn research grew
rapidly from 0.2% in 1998 to 0.4% in 1999. It increased agath5®o in 2000, a gain
that it gave back over the next two years. Therepigsitive apparent change point at
2002, after which the proportion of extramural researodifig increased steadily
through 2005 to 0.6%. NCI extramural funding of anxiety reseaas flat at about 0.2%
from 1998 to 2003. After that it increased to almost 0.42006. Dementia research was
established on a very modest research priority on a soatparable to dyspnea.

It is plausible that the 2001 IOM report’s strong catlgeycho-social research,
and the 2002 NIH consensus statement’s focus on depressamidition to pain and
fatigue, may have positively impacted funding of depresseearch. It is remarkable
that there was an increase of the proportion of pt®manducting pain research and a
dramatic relative increase although on a small scaleeitNCI extramural investment in
fatigue research. It is also remarkable that anxiety,ewiol mentioned as a priority in
the 2002 NIH consensus statement, received a relativgigrlproportion of NCI
extramural funding, but only after 2003. The 2002 NIH consensusrance was called
for in the 2001 report on cancer palliation as part obRenendation 8.

It is also remarkable that concerns of palliative @@ symptom management,
although given less priority, grew though less dramaticglhd-of-life care was not
mentioned in Recommendation 8 presumably because of NIii. Dyspnea and
dementia were not addressed in the 2002 NIH consensus coefefdraf these

concerns increased as proportions of the NCI extrarbudget, but remained quite
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small as research priorities, less than 0.02% of thhamwral budget in each case.
Nausea research was similar in scale but decreasegrapation the budget.

The term profession development projects is used hetesitribe research that
addresses palliative care that is specialized to thisfef oncology, oncology nursing,
oncology social work, and hospice care. Oncology ptsjaccounted for between 2.0%
and 2.1% of the NCI extramural budget between 1998 and 2004,simgé¢a 2.3% in
2005. Growth in nursing research was also flat varying bet@&&ha and 0.6% of the
extramural budget. Social work projects did not have sgamtf trends and accounted for
no more than three projects in any given year accayifimnever more than 0.5% of the
NCI extramural budget. However, NCI extramural spendingaspice research had a
significant increasing trend with a positive change pdi2082. The proportion of
extramural spending invested in hospice research wasoffa 1998 to 2002, varying
between 2.7% and 2.9%, after which it increased in eeay, yeaching 3.3% in 2005.
The increase in hospice care research represeigisiicant new investment on the part
of NCI in applied end-of-life care research.

Overall quality research in palliative care as a progo of the NCI budget
increased in every year from 3.6% to 6.8% from 1998 to 20@2decreased in every
year thereafter through 2005 to 6.0%. Quality of care rdseand patient care also
peaked in 2002. Quality of care research increased from 2.4%%of the NCI
extramural budget from 1998 to 2002, and then declined to 4.1% in 2Q@Ht Pa
satisfaction research increased from 0.8% to 1.6% dfi@leextramural budget between
1998 and 2002 before it declined to 0.9% in 2005. Research on atigaipation in

decision making is represented by a single project thanbad®01 and ended in 2002.
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Effectiveness research increased from 0.3% to 1.2%edNCI extramural budget
between 1998 and 2005, had a significantly positive trend andtifthme a negative
change point in 2002. Of the measures of quality reseanbheffectiveness research
continued to increase after 2002. The overall pattern sugggstson of the NCPB'’s
call for quality assessment research.

The discussion of Hypothesis 2 shows that over the stedgd there was a
modest increase in NCI research dedicated to the mencsed by the NCPB in the
2001 IOM report on cancer palliation. Between 1998 and 2005nttraase was from
13.3% to 16.7% of extramural funding and from 6.1% to 8.7% offN@led research
projects. Research for managing physical symptoms, drivetlynay pain research,
changed little in the amount or the distribution of tegses across symptoms, although
psychological symptom research increased roughly threeHat@yue and depression
research both seemed to benefit somewhat from inclegidiscussion of fatigue and
depression in the 2002 consensus statement, but by thé thedstudy period anxiety
research seemed to be increasing as well. Dementiayapded, both important end-of-
life concerns, increased much less dramatically, althoegher was funded at all at the
beginning of the study period. At the end of the study pdsath remained minor
research priorities.

As called for by the authors of the 2001 IOM report orceapalliation, hospice
research increased after publication of the report, imsimg and oncology research were
not impacted as much as the authors must have hopedndtesearch increased
slightly in 1999 and remained stable, and oncology reseaatotincrease until 2005.

Quality research peaked in 2002 and declined, in strong conivadic the NCPB'’s
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recommendations. All said, the NCPB’s successesnoéest increases in symptom
management and hospice research, are outweighedfajutss, i.e. an
institutionalization that has not been transformed intreased quality and
accountability measurement and profession developmermrobsét is through hospice
research that we see NCI fund applied end-of-life rebeand became a locus of end-of-

life care research.

Cancer Centers

Hypothesis 3 predicted that the NCI Cancer CenterscBramould amend its
guidelines to require that comprehensive cancer centerseemgpaglliative care and
symptom control as a condition of NCI recognition. Ima@ter 5 the legislative basis of
the cancer centers was discussed as part of thellgreigram of cancer control at NCI.
In that discussion it was established that the car#ers act as important change agents
within the NCI cancer control program by developing and rmgléenterventions in
treatment, diagnosis and prevention through the tramslaf basic and applied science.
These interventions include but are not limited to reltabdn and counseling and
management of physical and psychological symptoms. Thidéige mandate was in
place by 1993.

Although it is clear that palliative care and symptom managerre addressed
by the cancer centers, Cancer Centers Branch Chief, Miedss (personal
communication, 5/2/2007) indicated that the Cancer CeBtargh is not an appropriate
mechanism to stimulate palliative care or symptom mpament research or any other
type of research because the purpose of the Cancesr€&mnbgram is to provide core

support to participating institutions. Neither the craatb centers of excellence, nor the
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requirement that all comprehensive cancer centers copdllietive and symptom
management research were realized.

The Cancer Centers Branch website as discussedapt€&tt revealed that NCI
has not amended its guidelines to require that all compsel@ecancer centers engage in
palliative care and symptom control research and disséomnas a condition of NCI
recognition. Comprehensive cancer centers are chosmrgtha two stage process that
consists of an application for cancer center statlimded by an application for
comprehensive status. Proposals are typically writtéwod parts. Recommendation 2
called for a requirement that the cancer centersdueresl to engage in palliative care
and symptom management research as a condition fovireceomprehensive status.
The Cancer Centers Branch has not added a requiremetiigltancer centers conduct
palliative care and symptom management, however accoalitgyguidelines no specific
combination of program elements is required. In other woodsrea of cancer research is
required per se. Instead the comprehensive cancer cargeesjuired to show breadth
and depth of scientific interests that span primary ptawe, early detection, treatment,
dissemination, palliation, and survivorship. A broader sadeientific interests means
a stronger candidacy for comprehensive status.

A report by cancer center directors addresses palliatidsarvivorship research
within the continuum of concerns addressed in canceratoBnd-of-life care is not
explicitly addressed. That report presents evidencelbstantial reinvention by which
the work of centers of excellence in palliative care mdptom management could be
done. It certainly points to work in these areas bytinstns that do that work

voluntarily.
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Cancer Centers Budget

Hypothesis 4 predicts that examination of the NCI emtnal budgets will show
that the cancer centers and comprehensive cancershater reorganized to incorporate
palliative care and symptom control into their reseagdnda. Indicators of palliative
care and symptom management would show S-curves when drayplgear through the
deliberative (1998-2002), and post-deliberative (2002-2005) periods,tindiealoption
of the report’s recommendations through the theoryféision of innovations. Adoption
was expected to begin to increase early in the delitverperiod because of increased
public attention to the issues raised in the 2001 IOM repocaoeer palliation and that
research-based adoption curves would lead adoption curpesf@ssional journals by
one or two years as new research findings get published.

The extent to which the cancer centers have reorgatozadorporate palliative
care and symptom management into their research agesdavalaated. It was expected
that as a whole the comprehensive cancer centers woadan overall trend toward
increasing the number of research projects and the fuotsadf those projects between
1998 and 2005. It was also expected that there would be a tread tmtegrating
symptom management. This overall trend would occur witlercbntext of the ebb and
flow of NCI research interests. Therefore we mayeet that these increases would occur
proportionately within the number of intramural and extreahprojects funded by NCI
as well as in terms of the proportion of NCI extraattunds dedicated to these research
goals and objectives. It was expected that the cano&rsavould increase their share of
extramural funding in these areas overall. It was elgeected that the cancer centers

would develop disproportionately in key areas that maksesena careful reader of
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Foley and Gelband (2001) who is knowledgeable about canceEmepiogy and
etiology, in some research areas to the point duswity.

In the discussion of Hypothesis 2 in Chapter 5, a géMNCPB recommendation
was evaluated that calls for NCI to incorporate palletare, symptom control, and end-
of-life care into their research agenda. This secti@uates a somewhat more precise
mandate for the cancer centers to develop practice quaddor palliative and end-of-
life care; incorporate palliative care practice infinical trials; develop quality
indicators, especially for end-of-life care; developgics and best practices in oncology,
nursing, and social work, and conduct training in these ;aaedsmprove health care
delivery, in addition to improved symptom management.vidtheme of research relevant
to each mandate is addressed in the following discussimnnnThe recommendation
also calls for information dissemination, improvemeidccess to vulnerable groups and
development of fellowship programs. None of the lagdhmandates is addressed here.

The cancer centers have been at the center of a odesse in activity that
should result from the development of centers of lx@ee within the cancer centers as
recommended by the NCPB. Flat growth in palliative casearch and modest growth in
supportive care and end-of-life research could point to dpw@nt of palliative and end-
of-life care guidelines, although the NCPB was very eomed, as were the authors of
the 2002 NIH consensus statement, with the underdevelomidns field. That might
suggest a more aggressive research program at the cantegs.ce

In the development of quality indicators for end-of-tfere, it appears that the
cancer centers are leaders in the field, however tinitat field may be. However, as

with NCI-funded research generally, growth of cancetareresearch in quality research
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within palliative care fell off dramatically after 2008, & level approximating stability or
zero growth. The development and testing of qualitycedirs, even on a pilot basis,
suggests other research necessary to develop these irgieafecially in what the
NCPB considered to be the underdeveloped state of the field.

The cancer centers spearheaded NCI-funded hospicedtesEae NCPB called
for hospice research including the areas of heali dalivery, and staff training. Overall
the proportion of NCI extramural spending increased (p=.0adhg the study period.
Growth was flat through 2002 (range = 2.7%-2.9%), but grew3% dy 2005.

However, this growth is largely attributable to the camesters, which did most of the
research. The trend in the cancer centers’ shagtdEmural funds spent on hospice
research within palliative care was negative (p<.00l)ndafrom 99.6% in 1998 to
88.7% in 2005. Although there was no significant trend irptbg@ortion of NCI
extramural funding the cancer centers received fottypis of research (range = 2.4%-
2.9%), there was an apparent change point at 2002. Beforat0thge was 2.4%-
2.7% and after it was 2.7%-2.9%.

The NCPB called upon the cancer centers to incorpaiatee af the art palliative
care into clinical trials. This research found thatchnical trials in palliative care were
funded by NCI, although the Palliative Care Working Groupsaibstantial work in
symptom management clinical trials.

The NCPB called for creation of faculty developmenbmcology, nursing and
social work. The proportion of palliative care oncolggy.001) and nursing (p<.001)
research in terms of extramural NCI funding dollars eleeed over the study period from

82.17% and 70.87% in 1998 to 73.20% and 59.95% in 2005, respectivelysit bea
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repeating that extramural palliative care oncology anding research did not increase
significantly over the study period. If profession develeptresearch had been
stimulated by the cancer centers then it makes seatsthécancer centers would have
done significantly more research in palliative oncolagg nursing research. This was
clearly not the case. The cancer centers did no wopadiiative care research within

social work research between 1998 and 2005.

Professional Organizations

Hypothesis 5 predicted that examination of the websitéise professional
organizations of oncologists, oncology nurses, andlogy social workers would show
that these organizations developed best practices indace® with the state of the
science and their professional interests.

All three of the professional groups responded positivethé conceptual
framework laid down in the 2001 IOM report on cancer paimtAll three discussed
issues relevant to that conceptual framework in tleemél policies. It is another
guestion, however what the impact of those discussasi®den on the practice of
oncology, oncology nursing, and oncology social workh@ugh a more complete
answer to the practice question is beyond the scope aét®arch, the findings
presented in this chapter suggest some hints.

One hint is the scope of these responses. For exabatee 1997 the Oncology
Nursing Society did not have a professional journaldifsct care givers nurses have a
professional concern with the health and phenomeradbgiell-being of their patients
which they realize through direct interventions whhit patients as individuals. Nursing

interventions provide comfort, safety, and reassuramcaricer patients and their
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families, as a primary function. The 2001 IOM reportancer palliation and the four-
year process that led up to it provided organized oncologyngunsth an opportunity to
formalize its practice. It has done this with attemtio professionalism and science,
while retaining a phenomenologically grounded human approachfheacterizes it. As
a result the practice of nursing has been formalizeldtaan profession developed.
Oncology nurses as a professional community have madedahing changes in the
practice of nursing by thoroughly and thoughtfully reorganizing, Wway which supports
the effectiveness and affirms the importance of fkgfession. However, the
development of oncology nursing may have been driven bhyordNR and Field and
Cassel (1997) than by NCI and Foley and Gelband (2001). Onstslqzalliative
practice guidelines mostly include management of issudagdeaia chemotherapy and
radiation therapy.

Among social workers, there was clearly a communityiarest with the agenda
set forth in the 2001 report on cancer palliation. This@dence flows logically and by
necessity from the orientation of social workers ggofession, which seems nearly
identical to the orientation of that report’s auth@wst social workers are advocates and
do not work through direct interventions with cancer pasien the same way that
oncological physicians and nurses do. It is ironic thigtgrofessional group should show
signs of reinvention, as it did after publication of ttd/l on cancer survivorship reports.
This stems from the same irony by which, in the coreéat document that crowns a
four-year effort to improve palliative care for the dyirgita primary thrust and calls also
for effective palliative care for people at all stagésamcer, the end-of-life focus is

eclipsed by the revolutionary concern that came abdhbtitvit seems that social
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workers have followed the trends in evidence-based heality. It also makes sense
that advocates who are relative outsiders to theegbof healthcare relationships might
be opportunistic in the development of their fields. luldde irresponsible to speculate
how this shift has impacted oncology social work practice

While some interesting patterns were found in the dewadop of practice
guidelines for oncologists, oncology nurses, and oncadogial workers, care must be
taken in over interpreting what may be spurious findingpeExnterviews conducted
with editorial staff ofJCO andCJONsuggested that the content of neither journal had
been impacted much by the 2001 IOM report on cancer patliat

The case for adoption by professional organizationscén be made at all, is
much more difficult to make than for adoption by NThe case for uneven and modest
adoption of Recommendations 1, 2, 8, and 9 at NCI, withitbout reinvention, has
been made more or less convincingly with documentation fheninternet, expert
interviews and other document review. Consensus conferemcedeld. A clear link
was found between the 2001 IOM report on cancer palliatointhe creation of a dual
network in the form of the Palliative Care Workingo@p at NCI. The Office of Cancer
Survivorship, whose director is a member of the Palka@iare Working Group, has a
highly visible program. These findings are supported by cl#aowadh quite modest NCI
budget trends.

By contrast it is difficult to interpret the actiookthe professional groups.
Oncology nurses clearly developed practice guidelines medh@iorate process for
validating these. However, that process probably owse o the 1997 IOM report on

dying than to the 2001 IOM report on cancer palliationti@nother hand oncologists
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through the ASCO website have developed little by wayradtice guidelines in
palliative care and symptom management; however pragiidelines that meet those
needs exist on the NCI PDQ website. Development obpa# care and symptom
management guidelines would have been redundant. AOSW rdptesswere
unavailable for interviews and web-based document revieminecanclusive regarding
the impact of the 2001 IOM report on cancer palliation.

The impact of the 2001 report on professional groups hdseeot determined
through Recommendation 6. There are two exceptions.ifBhésfthe ASCO policy
statement on cancer at the end-of-life (1998) whichvialb the 1997 IOM report on
dying by one year and anticipated the 1999 IOM report on qudlitgre in cancer by
one year. The second exception is found in Figures 17 amdQRapter 7, which show
PubMed hits for palliative, end-of-life, and supportive Gard depression and anxiety,
respectively. The proportions of palliative and supportae articles idCO peaked in
1996 and again in 2002 for palliative care and supportive cardirthpeaks anticipated
the 1997 IOM report on dying by one year, suggesting that carsenthe professional
network of oncologists preceded the formal consensus i@ report. The pair of
peaks followed the 2001 IOM report on cancer palliationrsy year, suggesting that the
report may have at least induced interest in the tdQi@ articles addressing
psychological symptoms show a sustained increase after 2@0ibuld also be noted
that whether or not it was instrumental, the cathm 2001 IOM report on cancer
palliation for practice guidelines in Recommendation 6 aresvered in the affirmative.
The extent to which these guidelines are followed is beybe scope of this research.

This paragraph summarizes findings for Research Quéktion
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Linkage of Findings to Theory

This research begs several questions. The first is whiM@i respond so
favorably in an organizational sense through the Patlidiare Working Group but not
the Cancer Centers Branch? Recommendations 1 and 2waageties while
Recommendations 8 and 9 target strong ties. The targBRescoinmendations 1 and 2 are
institutional actors, i.e. the Cancer Centers Branchtla@ cancer centers. Although
Recommendations 8 and 9 target NCI as a whole, theadapting entity is a network
of strategically placed individuals who support the recontiaBons that apply directly
to them because those recommendations support their Reckmmendations 8 and 9
have been largely adopted in a way that is voluntargle@mented through horizontal ties
through individuals, a dynamic with a large elementafrgy ties. By contrast
Recommendations 1 and 2 call for implementation throughcaee regulation through
vertical ties at the institutional level, which cresa dynamic with a large element of
weak ties. The friction caused by the element of coericidRecommendations 1 and 2 is
exacerbated by the institutional culture of the CanceteZe Branch and the cancer
centers, which give and receive core support grants withandatory elements in
research agendas.

The second question is what form did reinvention takeeaCancer Centers
Branch and the cancer centers? The cancer centerigagielearly cover cancer
survivorship, palliative care, and symptom management. dihngec centers may use
these types of research as elements of a justdit&r comprehensive status. Although
no centers of excellence in palliative care and symptamagement were created (Linda

Weiss, personal communication, 5/2/2007), it is clear ftmarcancer centers directors’
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report, cited above, that palliative care and symptom maregeare a part of the cancer
centers. It must be acknowledged that the legal and tegulaasis for including these
concerns existed by 1993, and the 2001 IOM report on cancetipallmay not have
directly stimulated any palliative care and symptom managerasearch at the cancer
centers, but there is also evidence that the canctrseare doing work in those areas.
Whatever impact Recommendations 1 and 2 have had onrtber c@nters program has
been voluntary and has been the result of coordindfiediseby the cancer centers’
directors.

The third question that this research raises is whyh#dNICI| responses translate
so poorly into a palliative and end-of-life care and gem management portfolio that
addresses training, profession development, and qualityune@asnt? Research in
palliative care and pain management, two of the largesfiNiding categories in that
portfolio, were stimulated by the 1999 IOM report on qualitgancer care but not by
the 2001 IOM report on cancer palliation. Quality of lifelaurvivorship research
increased. Some success in targeted initiatives was fepeadifically fatigue,
psychological distress, and hospice care. Depressseaneh and anxiety research both
increased. Depression research was targeted along witaméifatigue research in the
2002 consensus conference and began to increase sooner teyrasearch, which
was not reported on in the consensus statement (2D@&)nea research, end-of-life
research, and dementia research grew significantly buepresented by a tiny number
of projects, mostly conducted by the cancer centerscaieer centers also provided
leadership in the development of quality research anddesgsearch. Quality research,

strongly emphasized by the NCPB, increased steadily20Q@R then it declined slightly.
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The authors of the 2001 IOM report on cancer palliationpoamt to some
successes with NCI, but those successes have not dnaitiger the basic composition of
the NCI extramural budget or the overall compositiorhefliudget for palliative and
end-of-life care, symptom management and allied conc&hase successes are indeed
modest. Dyspnea research, according to Charles Clgglarsbnal communication,
5/11/2007), is a high priority in symptom management in aerudtissues behind pain
and fatigue, but is conspicuously missing in all of theemmaltreviewed here. The reason
for the limited nature of this success can be found imte@utional culture of NCI. In
the interview with Cleeland he also pointed out that At similar federal agencies are
more concerned with prevention and curative treatmamnt with palliative care and the
need to manage symptoms. Kathleen Foley (personal commanjc&®5/2007)
concurred.

The fourth question raised is what sort of impact carullgdde expected of
professional groups in health care from consensusrstats? Practice guidelines for
symptom management have largely been created, althoeiglisk is not addressed by
the methodology of this study. Recommendation 6 callsrofessional groups to
encourage their members to participate in the developtesting, and implementation
of practice guidelines. The NCPB asked the professional gtougmsnmunicate to
individual members through weak ties, without coercionuasessfully as was
necessary to meet the objective of the recommendation.

The answers to these questions will allow constructikeism of the
recommendations evaluated and will suggest the extent andemin which palliative

care and symptom management and other concerns raisedN@Rfein the 2001 IOM
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report on cancer palliation can be expected to be embbyate medical establishment,
given its institutional culture. The balance of thissgirtation will briefly examine
network characteristics of NCI and the professionaligs, and through that discussion
competition over professional turf, friction caused bygm deliberative process, inertia,

and power will be discussed.

Network Characteristics, Institutional Culture, and Power

In the literature review it was established that groentitly has its basis in shared
history, interests and approaches, and strategies foeotiiel of resources. Resources
may be economic, political or social and usually mbamtone of these in something as
complicated as culture, depending on the network to whehdpply. A key part of the
culture of any network is the manner in which membensroanicate with each other
and make decisions. These structures are characterizethbyns of authority and
communications channels--vertical and horizontal tespectively. Centralized
networks such as NCI, through vertical ties, are cdettdhrough high status members
and tend to be homogeneous, cohesive and able to imposetionsvBecentralized
networks such as professional groups function more througimanication and
innovations are more difficult to impose. Innovation d&gis are made by the
perceptions of decision makers about the likely conseqeeridbe innovation.
Decisions to continue or reinvent an innovation aredas the experience of actual
consequences associated with the innovation. All dewwsare made, in the last analysis
by individuals, in whatever roles they play in networks.

On more or less this basis, Alange et al (1998) pointrattboth knowledge and

culture are tacit or path-driven. When culture and tim\kedge base become counter
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productive they become sources of inertia by which oppasrio improve the mix of
positive and negative consequences are lost. Dual netwimnksneell-placed individuals
within networks to communicate across networks to shaoennation increasing the
knowledge base, and potentially, to coordinate action. ld€ikcheated two dual networks
that produced work of interest to this research includiegRtalliative Care Working
Group, which was created explicitly to address the cosoeirthe 2001 IOM report on
cancer palliation, and the cancer center directors. Detalorks are the means by which
the cancer centers and the extramural program addredBativeecare, symptom
management, and allied concerns at NCI.

Deliberative process is the means by which policy ergregurs and epistemic
communities advance their agenda. The purpose of bottym@sitrepreneurs and
epistemic communities is to convince decision makereeoWisdom of a certain course
of action. Policy entrepreneurs typically address thens®f power directly. State tax
innovation (Berry & Berry, 1992), federal incentives touefhce state policy (Mintrom
& Vergari, 1998), and attempts to induce democracy in undelaieed nations (Wejnert,
2005) all target legislatures directly. Epistemic commasitio roughly the same thing
through the ability to define knowledge for better (AdleH&as, 1992) or worse. Strang
and Meyer (1993) fear the development of theoretical m@deésmeans of unnecessary
regulation at national and global scales. The keydctitcess of epistemic communities
as policy entrepreneurs and change agents is to framesdevaterms that are favorable
to the policy agenda and consistent with the culturbepblicy making community

(Mintrom 1997) so that the credibility of the change agam be used to establish the
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need for the innovation, based on a shared understanding lkkely consequences

which will create an intention to change that isdoled through (Rogers, 2003).

Who Are the Intended Adopters?

It is worth a page or two in the waning part of this disdem to examine the
culture and history of NCI and the professional groupsglfors about how to approach
them. This discussion will end with an explanation effindings summarized above.

National Cancer Institute Rettig’s (1977) history of the NCI among others, from
its organization in 1937 until just after the passing ofNth&onal Cancer Act of 1971,
provides a basis for understanding the relative importahtteatment, prevention and
palliation. According to it the creation of NCI wasmany ways an act of political
desperation because of discontent with the horrog@hiaing and nearly certain death
from cancer at a time when many of the other scowfjpsman iliness were being
brought under control (p. 1). NCI was created and expeatetdke progress against
cancer before the basis of carcinogenesis was under&tomctor, 1995; Rettig). One
unintended result of this was that scientists who maeie ¢hreers in cancer research,
and particularly cancer control were not taken sernjoliglother medical scientists
because of the underdevelopment of the field of oncqlBgitig). However, the political
desperation was such that cancer research was aleaytytfunded, and remains the
largest NIH component. By the 1990s the NCI cancer programéen successful
enough at extending life without actually being able to proaidare that cancer
prevalence and the need for palliation increased (Pjobtoreasing the number of
people living with cancer without lowering mortality adeas in cancer treatment

amounted to halfway measures that ended up consuming anheidafal resources
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(Weisbrod, 1991). The need for palliative care, as is almilydaear from the writing of
the authors of the 2001 IOM report on cancer palliatidhasesult of physical and
psychological morbidity among the many who now live wihté tlisease instead of dying
from it.

When the literature review for this study was doneais not yet clear that a
decreasing trend in cancer mortality in the mid 1990sdrhited States reported by the
American Cancer Society was stable. However, a te®€8 report (Howe et al, 2006)
shows a trend of decreasing mortality between 1994 and 2@0Bsthyear for which
data were available. A decreasing trend in mortalityccaudrk against the urgency with
which development of the field of palliative oncologyissued.

In any case, because of the political power and impogtahNCI based on its
successes in preventing, treating and controlling caandrbecause of the importance
given to eradication of cancer by a nation that hadera huge investment in cancer
research, it is clear that NClI is a prestigious and plotweember institute of NIH. NIH
has shown itself willing to address palliative care and sgmphanagement on a
voluntary basis through dual networks. This approach tefeeculture that allows
scientists and research institutions the freedom toalwiik they are good at and see as
needed. Linda Weiss (personal communication, 5/2/2007) tedithat requiring
comprehensive cancer centers to incorporate any pareséarch agenda would pull
some institutions away from their strength, and woulcaseew precedent for other such
requirements. In other words, it would change the cultueeway that would make that
culture more hierarchical. In a book introduction Starf2002) observes that in

medicine and in other contexts resistance can estiggye adoption or halt it altogether.
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The process that resulted in the 2001 report on cancetjoailhad its origin in the pre-
September 11, 2001 period and the Clinton Administrationcelias since been a
society-changing event and a change in Administrati@ngffect of which was not made
clear in the expert interviews. However, it is cldaat the Cancer Centers Branch of
2007 was not willing to follow the mandate of an IOM recoendation from 2001 that
would require it to change its culture. The lesson is¢hkiure changing should be
undertaken with care and only as necessary, to avoifrickhe wording of
Recommendation 2 that alludes to mandatory componentsouaser productive. The
vague wording of Recommendations 8 and 9 was perhaps more lvaigless intrusive.
Professional GroupsThe lesson from the previous section is that a ploiver
collective adopter with high status will be less likedyadopt an innovation if that
innovation is a threat to its status and power, andcedpeif it is inconsistent with
institutional culture. While this section looks at nuraed physicians as professional
groups it does not address social workers because thes@atenterviewed. Stanton’s
introduction (2002) attributes much of the resistance destrbher volume to
perceived threats usually to professional turf, as ageflerceived risk. Stanton also
characterizes many technological innovations as reguanough logistical support that
they are in effect organizational innovations. The iogtion is that much of the change
in medicine and among allied professions is often mongotiocated than it might appear.
In an essay where he develops a conceptual model esgrofhs and the process
of professionalization, Abbott (1988) observes that psid@s| groups control
knowledge through abstraction. This process of knowledge @neatthe basis of

epistemic communities. “The crucial environing questiorois Bocieties structure
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expertise (p.323).” According to Abbott, professional groupspete with each other to
control themselves, essentially as a network, and kheiwvledge base. This behavior
was clearly observed on the ONS website, with alboeéte procedure to produce
evidence-based nursing practice guidelines for a pletho@oeens in cancer palliation
and symptom management. It may also be evident in the MIdiRissal of the 2001
IOM report on cancer palliation as irrelevant to theark (Alexis Bakos, personal
communication, 5/4/2007). It was clear from the ONS welibit nurses were building a
professional knowledge base. The Dr. Bakos’s responseemaarkable because it
separates the recognized role of NINR from an initiaiinee calls for a lead role by NCI.
Kathleen Foley (personal communication, 4/27/2007) voicedetarabout
marginalization of palliative care within nursing. In fécth make valid points. NINR
has provided leadership in end-of-life care, while physicaeslearly underutilized in
symptom management in ways already documented in the @d0Xdport on cancer
palliation and reviewed here. The continuation of undéatibn of physicians in
symptom management was confirmed in the interview witHDley and the interview
with Charles Cleeland (personal communication, 5/11/2007).

Nursing as a profession is historically a low statusgasibn with little power
(Starr, 1982). Abbott (1988) while discussing the early histbrnursing in Britain
describes nursing as a subordinate profession at iis.08igarr discusses parallel
development of nursing in the United States. Accordingpth Btarr and Abbott
professionalization of nursing took place because it az&e the prestige of physicians.
Brannon (1995) argues that community of interests with gemant in the 1970s

contributed to professional nurses and the ascendamegistered nurses. According to
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Brannon as nurses gained prestige through higher statushegrkécame vulnerable to
displacement by workers of lower status, which resuitexverwork. Professionalization
has not come easily to the nurses and negotiation @tbem professional interests in
turf wars with physicians should be undertaken with careoahdwhen necessary by
policy entrepreneurs.

Within the medical profession there is well documerhtigth status and
independence from outside influence. The core of this indepem@enording to the
parsonians (Parsons, 1978; Twaddle, 1979) who are importantgasadipto the
development of the culture of Medicine, call for thedinal profession as a professional
network to be listened to as an authority by actors areanot members of that network,
but to be largely unregulated from outside of the networkregulated from within the
network in as voluntary a way as possible. The devedopmf such a professional
network is illustrated in depth from origins in the Ehtignment by Starr’s historical
account (1982). In that account the medical professitansformed from a low status,
poorly organized, poorly defined, and often feuding network withdohesion, and little
control of resources into a high status, powerful] agjanized network that was
conservative and able to unify effectively to defend a fabierstatus quo in which it was
not questioned much, certainly not effectively. Thahsformation was fueled by
technological advances, many of which had more to ficsatvith better public health
than medical science, and true faith in progress threagimce, which was eventually
expressed in public investment in science. It should be &siggd that in its rhetoric
ASCO does not tell oncologists how to practice medica position that appears to have

clear origins in professional autonomy and physiciansbhgsl resistance to practice
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guidelines. The ASCO website (2007) states that “Clinicattice guidelines serve as a
guide for doctors and outline appropriate methods of tesatend care.” With both
oncologists and oncology nurses it seems that theeudth the 2001 IOM report on

cancer palliation did well not to overstate what wagiested in Recommendation 6.

Conclusions

With apologies to Charles M. Schultz (Wilcox, 2005), phmeenologically the
problem with pain is that it hurts. By extension, thelglem with nausea is that it makes
us sick. The problem with dyspnea is that it takes owatbraway. Cognitive difficulties,
including delirium and dementia make us crazy. Depressiobreak our hearts and
anxiety may terrify us. These symptoms identified by thecastbf the 2001 IOM report
on cancer palliation cause discomfort and even misemillions of cancer patients and
survivors in the United States. Most of those who arertunriate enough to be diagnosed
with cancer will suffer with one or more of these ggams before they die of the
disease, its complications or something else. The sses®f the traditional US cancer
program have lengthened survival times, but for the mesthpae not succeeded at
curing many forms of cancer. Definitive cure usually remalosive. As a result
survivors live longer with the disease, but are notdfae The prevalence of cancer and
the burden of physical morbidity ironically have increhssther than decreased. The
burden of psychological morbidity is increased as wslancer survivors live with the
fear and the memory of cancer treatment and recurrelospice arose as a place where
mostly cancer patients could die in peace and dignity wieicine abandoned their

hopes and needs in favor of simple survival time.
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The irony of this situation is that the traditional d&hcer program of prevention
and cure was born of a concern to control the physimchpaychological burden of
cancer by preventing and reversing the disease. NCI @dbhst member institute of
NIH, and has always been its largest member. Prediieon’s initiative that began the
War on Cancer used the rhetoric of manned space faghtetmoon as a metaphor for a
national commitment to a Herculean task, the successich could not be arrived at
cheaply. Huge expenditures were made to develop thecsaidmurative oncology even
before the mechanisms of carcinogenesis were understiood@t a time when
oncologists were taken less seriously by other medésalarchers because of the state of
underdevelopment of the field. The driving force behind the&l®er program has been
politics rather than an objective estimation of tfieativeness of curative and preventive
cancer research in comparison with other forms oflheare research. The reason is
simply that cancer, despite our successes, isrstllir estimation, one of the nastier ways
to die. It is an important unintended consequence of thessiof our war against cancer
that we have increased rather than decreased the plarsicpsychological morbidity
from cancer by extending survival times. Effective pallmand end-of-life care and
symptom management are a logical, sensible, and negesseective to the added
misery that accompanies our new abilities to extendTifie NCPB was absolutely
correct in calling for the incorporation of palliatigare and symptom management into
the US cancer research program and other components loddtth care system that deal
with cancer. We need incorporation of palliative camd symptom management into
health care practice as a component of oncology fhenpoint of diagnosis until the

point of death, and resolution for those left behind tovgrie



178

Although NCI has made organizational changes in the fdtmadual networks,
the most pertinent of which is the Palliative Care Kifay Group, the reader is reminded
that the successes of the NCPB’s recommendationstfre@001 IOM report on cancer
palliation were on such a small scale that the compo®f neither the overall NCI
budget nor the combined budget for palliative care, symptonageament or any of the
other concerns raised by the NCPB were much impactedappgeratus for a paradigm
shift that would add a component of palliative care and sympbanagement to the
overall US cancer research program was created buappatratus was funded at such a
low level that the NCI extramural budget was largelyfi@ated.

The data examined by this work were taken from a timeamélrgrowth in the
NCI budget. At a time of greatly slowed growth one wondasKathleen Foley asked
(personal communication, 4/27/2007), how these initiatividave. The reasons for this
state of affairs include a combination of an exaggdrhigtorical commitment to
prevention and cure at NCI, NCI's great prestige and poaver the lack of a readily
apparent alternative locus within NIH for the breadtpalfiative medicine and symptom
management. The other reason things are as theytheg I©OM reports do not have the
stature of Federal policy but must stand on their owntsgria sea of epistemic
communities vying for pride of place. In the absence offficgent power base the work
of the Palliative Care Working Group and other commitbedviduals, however well
placed, have not yet been able to transform palliaave esearch to the reality
envisioned by the authors of 2001 IOM report on cancer patiiaPriorities in cancer

research, and arguably other types of health care resaaecset politically rather than
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rationally. For this reason we cannot effectively confrthe need to induce necessary
health care innovations without a strategy for overognpiolitical inertia.

The 2001 IOM report on cancer palliation made a serioluigtocseveral sectors of
the health care system to improve the ways thatréigenented medical system of the
United States deals with the very real human needitia@ns of sufferers have for
relief from the discomfort and misery of cancer symmoThese recommendations
include attempts to develop medical science and medaadatds so that the talents of
oncologists are brought to bare against this problem. timfately, these
recommendations did not affect the NCI cancer rebgaodfolio much, although
significant organizational changes were made. While peagtiedelines now exist and
voluntary associations of individuals in the form of Iduetworks committed to palliative
care and symptom management have been created at BIGldtall commitment to
palliative care and symptom management has not beefatezhsto a change in the
entrenched culture of oncologists, despite the needf RBecember 2005 and the
replacement of the NCPB by an IOM forum, the 2001 IOpbreon cancer palliation
had been rendered largely ineffective by the failure ©f té commit adequate funding
to a program that looks promising on paper because of tharhtesources committed.

Unless NCI has dramatically increased funding to palkatere and symptom
management research, and future research should chegbolitisal pressure is needed
to overcome political inertia in the form of the enttbed culture of NCI. That pressure
should focus on adequately, therefore dramatically, isergdahe funding levels of
research conducted through the members of NCI's Padli@are Working Group.

History suggests three means of applying political pressuNGdio meaningfully
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increase the funding of palliative care and related fundamgerns. The first route to
political power is through the US Congress. After abentyears of calls for its creation
in Congress NCI was created in 1937 (Rettig, 1977). This choé & the wake of
advances in public health and infectious disease contiwkhe resulting belief among
the public, which was incorrect, that if we can conimédctious disease we must
certainly be able to control cancer. Horror at the huoaest of cancer was the other
component of that political will. The second routgatditical power is through the
Executive Branch. For example, in 1972 President NixdrnHe reorganization of NCI,
which greatly increased its activities and funding, agath strong public support. The
third route to political power is the credibility of tdeliberations of the IOM.

This third route should not be discounted because someéPdits have been
quite successful. Specifically, the 1997 report on deathgwiks successful at
establishing an institutional locus at NINR, fundingaind garnering the support of the
nursing profession. However, it seems a relatively Empatter to convince nurses of
the need to provide comfort to the dying, and others faaiygical and psychological
morbidity. It is apparently a much tougher sell to incorpopalliative care and symptom
management into medicine. The placement of palliatve and symptom management
guidelines on the NCI website rather than the ASCOswelndicates the central
importance of NCI in the incorporation of these conseanto oncology. This will likely
require public support from organized cancer survivors, teoeates, and concerned
professionals, even if a fortuitous accident bringsetaetion of a US president who is

concerned with the issue.
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Clearly a champion is needed. It is not clear whenhdhampion will come. It is
also not clear what combination of champions historyneileal in Congress, the
Presidency, in NCI Director John Niederhuber who hasiged over implementation of
an ambitiously named plan to eliminate suffering and dieath cancer published just
after the close of the study period for this resear@®i6, or in a future NCI Director.
However, what is clear is that public support for canesearch has driven and shaped
the US cancer program. The history of cancer resd@steen written in significant part
by players such as Mary Lasker, a philanthropist whoeffastive at influencing the
work of ACS and NCI (Rettig, 1977), ACS itself, and oth&tse NCPB owed its
existence in large part to the efforts of cancer sursiviheir advocates, and concerned
health care providers. Grass roots efforts with varying @sgrésuccess have supported
or opposed, but certainly shaped control of HIV/AIDS, Madk and Medicaid reform in
the United States. Cancer survivors and their advoeatésupporters must now apply
political pressure and provide cover for elected officaald key players at NIH to not
only mandate, but also fund palliative care and symptonagement research at NCI.
The following short list of recommendations outlinesagenda for grass roots and other
actors to support the work of NCI's Palliative Care Wagk@roup, the creation of which
was the most solid accomplishment of the researclpaaudice components of the 2001

IOM report on cancer palliation.

Recommendations
1. ACS and other cancer survivor grass roots organizatimhagvocates should
lobby for increased and dedicated funding of the NCI RaiaCare Working

Group’s initiatives through Congress, the President’s NatiGancer Advisory
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Board, and within NIH and NCI. Further research shouldrdahe the maximum
funding levels that the Working Group can use effectively

2. ACS and other private research foundations and tleeicaanters should seek
out opportunities to collaborate with NCI Palliative €&vorking Group
members in projects that address palliative and endeoddre and symptom
management to the extent they are not already doirfgusare research should
monitor these collaborations.

3. NCI should further institutionalize the Palliativer€&Vorking Group,
according to the recommendations of the Working Groupisimees. Cancer
survivor grass roots organizations and advocates should bbye appropriate
for these changes.

4. Further research should compare NCI'’s palliative aadesymptom
management research portfolio for years 2006 — 2008 with fimekngs.

5. Further research should address confusion or disagreemntbatdefinitions of
palliative care, end-of-life care, and supportive care.

These recommendations, if followed, could put teeth andimbghind the

efforts of those at NCI who work to complement tifaglitional US cancer program with

a program of palliative care and symptom managementrobsteat should

systematically bring relief to people who face symptoenzdincer. The cancer

survivorship community is a natural power base to suppofiritiegs of the 2001 IOM

report on cancer palliation. IOM reports can be effectien they call on a willing

power base, as policy entrepreneurs must do. An epestermmunity fails as a policy

entrepreneur when it fails to convince a power base.
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APPENDIX A. PROCEDURES FOR EXTRACTION AND ANALYSIS OF NCI

BUDGET DATABASES

Evaluation of Hypotheses 2 and 4 requires calculatiodabton curves of
program dollars spent for the extramural program. Beddypethesis 2 also has an
intramural component adoption curves are calculatedindiiidual projects as the unit
of analysis for the combined extramural and intramural piograt NCI. Frequencies
and relative frequencies are calculated by year using budtigtsdand individual
projects as units of measurement for each measure plieoce with Board
recommendations discussed in Chapter 4. The followingesuare calculated for each
variable by year: 1) number of dollars spent in the extral budget, 2) number of
extramural dollars as a proportion of the total NClaxiural program, 3) combined
number of extramural and intramural projects, and 4) cordbnenber of extramural
and intramural projects as a proportion of the total nurabprojects supported or
carried out by NCI. In order to evaluate Hypothesis ©ic€aCenters and
Comprehensive Cancer Centers are identified from aflBB0 Cancer Center grant
recipients published online by the Cancer Centers Br&@o6].

Two types of query were conducted on the three databasesina Chapter 4:
the DEA, CRP, and ICRP databases. Global queries werkicted to establish the
universe of NCI research projects. These queries seekntifyded| projects on the
databases of the types and time period covered by tharchasaroject. The projects
identified in this way were compared with the N&ict Bookq1998-2005) for
validation. Fellowships were excluded because of poorragee Construction grants

were also excluded. Data quality improves enough becaubes ddirther restriction to
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justify it. The main work of evaluating Hypotheses 2 amsldione through directed
gueries, which seek to establish the number of projedtsh@namount spent on
extramural projects by NCI and the amount of funding usatidéancer Centers to
implement the Board’s recommendations in Foley antb&@wel (2001). Because there is
no intramural component to the Cancer Centers Progracutives to evaluate the
growth of the number of projects are done only for Hyesth?2, with DEA data.

The combined extramural and intramural program of the BlICaptured through
global queries of the three databases. The extramuogtam and its budget are
identified through global queries of the DEA database $mafiyears1998-2005. Because
of inflation a specialized price index is used (Nationatitungs of Health, Office of
Portfolio Analysis and Strategic Initiatives, 2006). N&2ict Bookg1994-2005) provide
denominators for the extramural budget data (1998-2005) andfall@ssessment of
overall growth of the NCI budget (1994-2005). However, beginmriPBb8, the data
used here do not include the pre-deliberative period (1994-1997).

Due to problems with missing data an attempt was made toaikxthe projects
from the three databases with the NKakct Bookg1998-2005). Some projects are not
listed in the databases especially NCI contracts @fafships. As a result, fellowships
are excluded from the analysis, although contracts, wdrielextremely relevant to this
research because they include cancer control, werclatled. It was also observed

that there are records in the DEA database that haw& hinded amount fields.

Extraction of NCI Budget Database (1998-2005)
Between 1994 and 2005 the total overall NCI budget increasetilgtieam $2.1

billion to $4.8 billion, in unadjusted dollars. However,Nitd Office of Portfolio
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Analysis and Strategic Initiatives memo (2006) showstti@purchasing power of
dollars spent to support research spent by NIH saw 44%iamflduring the study period
and therefore lost considerable purchasing power. Whenedljfes inflation to 2001
dollars the NCI budget increased from $2.6 billion to $4.20illin unadjusted dollars
the NCI budget increased by 131% but when adjusted to 2001 dbkarsrease was
reduced to 61%. This reduction shows that simply controlongnflation is not

sufficient to avoid confounding real increases in the bhifiget between 1994 and 2005.
The reader is reminded that theoretically S-curvesasedon cumulative relative
frequencies. Relative frequencies are used as the lhasesasurement for Hypotheses 4

and 6.

Assessing the NCI Budget

Between 1994 and 2005 the NCI yedffct Booksdreak down the yearly NCI
budget. Taken as a whole, extramural grants increasedbftd@billion to $2.6 billion in
2001 dollars, between 1994 and 2005. These figures exclude N&®sedrch Service
Award fellowships. The extramural research program atisl€iunded out by research
contracts, cancer control and prevention. Reseanatnamis are further broken down into
Research and Development contracts and Small Busimesgdtion Research contracts.
The research component as just described was roughly $ib8 bil1994 and changed
little in real dollars until 1997. It peaked in 2003 at almosbi#®n, and declined
slightly to just over $2.9 billion in 2005. Cancer contantl prevention is a special case
and will be distributed into the extramural and intrambralgets shortly.

The intramural research component is much less tramgghen the extramural

research component. It is presented with program andgeamnt subcomponents. The
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intramural management component is separate from extahnesearch management
and support. Research management and support is treated\N@tibudget as separate
from the extramural budget as well. To make the intranamdlextramural budgets
comparable the intramural management component is excluzladHe intramural
budget. The program component of the NCI intramural budgetased from $315
million to $510 million between 1994 and 2005 in 2001 adjusted dollaesrelative

size of each component changed little between 1994 and 208®xiramural
component includes the lion’s share of the program butlgbtieen 83% and 86%.
Excluded are management costs for both extramural aranatal program components,

construction grants, and improvements to NCI facilities.

Extramural Budget Data (1998-2005)

Budget data is taken from the DEA database described in €hapkhis
database was queried by year to establish the universélatramural program
spending. There were gaps in the data. In the first pikata are available beginning in
1998, which entirely excludes the pre-deliberative period. thisce were gaps in the
data for the years covered, which are 1998-2005. There i;mghdata on the DEA
database, which is evident where funding amounts ar&.bléere are also records that
indicate a funding level of zero, which may indicatesinig data. An attempt is made
here to account for these gaps and to discuss their imperta the evaluation of
Hypotheses 2 and 4.

Table 4 shows gaps in the coverage of the NCI extrarpuwgram budget
compared with the NGFact Bookq1998-2005) by activity code. Grants and cooperative

agreements include Research Program Grants (PO1)etywairResearch Project Grants
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Table 4.Gaps in DEA Database Coverage by Activity Code

Grants & Contracts Fellowships
Cooperative
Agreements
FY Gap Error Percent Gap Error Percent Gap Error  Percent
of Gap of Gap of Gap

1998 $56,953 4% 34.8% $33,017 11% 20.2%  $47,300 100% 28.9%
1999 $70,153 4% 43.3% $51,492 16% 31.8%  $50,805 89% 31.3%
2000 -$9,487 -1% -7.8% $98,244 27% 80.5%  $50,459 90% 41.3%
2001 $64,885 3% 23.0% $172,759 42% 61.2%  $51,424 89% 18.2%
2002 $75,017 3% 16.8% $311,268 72% 69.7%  $58,595 92% 13.1%
2003 $108,305 4% 20.9% $378,188 72% 73.0%  $60,177 91% 11.6%
2004 $102,879 4% 29.1% $230,335 45% 65.1%  $59,901 90% 16.9%
2005 $111,268 4% 17.5% $496,350 100% 78.1%  $59,035 88% 9.3%

Career Program Centers Combined
FY Gap Error Percent Gap Error Percent Gap Error  Percent
of Gap of Gap of Gap

1998 $22,782 100% 13.9% $2,257 1% 1.4% $160,052 8% 99.1%
1999 $502 2% 0.3% -$12,927 -7% -8.0% $172,952 7% 98.7%
2000 $435 1% 0.4% -$19,579 -9% -16.0% $139,651 5% 98.4%
2001 $2,795 5% 1.0% -$12,781 -5% -4.5% $291,863 10% 98.9%
2002 $2,760 5% 0.6% -$5980 -2% -1.3% $447,640 14% 98.9%
2003 $2,415 3% 0.5% -$35,786 -9% -6.9% $549,085 14% 99.0%
2004 $1,895 3% 0.5% -$41,463 -10% -11.7% $395,010 10% 100.0%
2005 $1,858 2% 0.3% -$41,219 -9% -6.5% $668,511 17% 98.8%

Note. Gap amounts are expressed in Thousands of Una  djusted Dollars

(RO1, RO3, R13, R15, R18, R21, R24, R25, R29, R33, R35, R37, R41, R42,4/443, R
R55, R56), Biomedical Research Support Grants (S06, S07,8&abyng Programs
(T15, T32, TU2), and Cooperative Agreements (U0O1, U09, U10, U13,WPH,U43,
U44, U56). Contracts include Research and Development Etddeontracts (NO1,
NO2, N43, N44) and NIH Interagency Agreements (Y01), which incbashéracts listed
in CRP and ICRP queries, to be described later, as camyempion and control

contracts. Fellowships included pre-doctoral (F31), post-daldielowships (F32) and
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National Research Service Awards for senior fellovd3jbut not other types of
fellowships. Career Program grants (K01, K04, K05, K07, KO8, K12, K14, K22,
K23, K24, K25, K30) include a number of directed career devedopprograms.
Centers grants include basic support through the Cancéer€é&trogram (P30), SPORE
grants (P20, P50), and Specialized Center grants (U54).

Negative values indicate that the total funding accorttiripeFact Booksvas
less than the combined values of projects identified ftte"DEA database. The DEA
gueries exceeded th@ct Bookfor grants and cooperative agreements for fiscal year
2000 by approximately one percent, which may be due to roundimg eompounded
by addition of the rounded data from the 2@@@t Book It is clear from the negative
gaps in the Centers category that not all activity catisating a center were recorded
as such in th€act Books This means that a reported award of a P30 grant fromEAe
database is not a reliable indicator that an institutias a Cancer Center or a
Comprehensive Cancer Center through the NCI Cancer iSdhtagram.

The principal data gaps may be summarized from Tabletdega 2000 and
2005 missing Contracts accounted for most of the missinggsdj@ughly 61% - 81%).
The DEA queries exclude all of the Fellowships and Caresgr®m grants for 1998.
Although coverage improves dramatically in subsequent yeatke Career Program,
with five percent of the data missing or less, the ¥esloips are missing for the most part
(88% - 92%). Grant and cooperative agreement coveragesfastiry. Missing data are
three or four percent for all years but 2000.

Fellowships were excluded from the analysis becauseatieegoorly represented.

Taken together, fellowships account for just over on®hiltiollars of grants identified
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by the three databases as relevant to palliative cdrsyemptom management between
1998 and 2005. However, fellowships account for between $46mikhd $60 million
of missing extramural program budget per year and the vastitpayere not found on
the DEA database. We must conclude that with the dasanet possible to know how
NCI fellowships were impacted by the recommendation®layFand Gelband (2001).

The missing fellowship data was consistent at roughly 90&tl &fllowships.

Table 5.Ability of the Downloaded DEA Database to Account for NCI Caner
Research and Related Spending Excluding Fellowships andtér Data Finding
on NCI Contracts

Extramural Program DEA Database Missing Data Percen t
1998 $1,893 $1,831 $61 3.2%
1999 $2,185 $2,109 $75 3.5%
2000 $2,507 $2,438 $69 2.7%
2001 $2,839 $2,611 $228 8.0%
2002 $3,159 $2,785 $375 11.9%
2003 $3,509 $3,058 $451 12.9%
2004 $3,620 $3,354 $266 7.4%
2005 $3,681 $3,483 $197 5.4%

Note. Amounts are expressed in Millions of Unadjusted Dollars

The problem of missing contracts in the DEA databaseti€onsistent with a
range of 11% of contract dollars in 1998 and virtually 100% in 286%ttempt to
requery the DEA database specifically for missing cotgnaxiuced the value of missing
contracts somewhat. Table 5 shows the gaps in extrabuntiget data after excluding
fellowships and adding missing contracts.

Coverage is improved substantially. Missing data accoutiefaveen 3.2% and
12.9% per year rather than between 4.6% and 16.7% befocertleetions. However

there is still substantial temporal bias in the migglata with highest proportion of
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missing data falling in 2002 and 2003. It is tempting to excludeaheacts as well, but
this is not practical as it would eliminate cancer cortawitracts, which may be a rich
source of quality of life research at NCI. This wouldabaatter of substantial importance
if palliative care specific queries were only to be madegute DEA database.

However, there were a number of ICRP and CRP data@jueesess that identified projects
not found in the first global queries of the DEA databd$e. impact of missing DEA
data on this study is assessed after the number ofiseeher missing funding amount
fields or missing entirely from the DEA data that atendtely defined as meeting the
search criteria.

One additional problem with the data is that receif B8O grant is not a
reliable indicator of participation in the Cancer @stProgram, which must be
determined to evaluate Hypothesis 4. An online list (Nati@ancer Institute Cancer
Centers Branch, 2006) was used to identify Cancer Ceartdr€omprehensive Cancer

Centers instead.

Combined NCI Extramural and Intramural Program Database (2000-2005)

The DEA database includes projects that are grants arichcts. The CRP and
ICRP databases include grants, contracts, and intramojat{s. Project type is most
discernible on the CRP database, which provides recarlisling three-character
funding mechanism codes that identify the project type paaject identifiers, which
have eight characters, including a two-character pteéikidentifies the administering
agency, followed by a six-digit identification number akidition, the search engine
allows users to specifically request, grants, contractsitramural projects. The DEA

database records also include funding mechanism codeslanuisiering agency codes,
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but is not explicitly searchable by project type. The PGRtabase records include
project identifiers, but not funding mechanism codes, unlegsqbs are queried
individually. The ICRP database cannot be searched akpby project type. There is a
reasonably straightforward way to distinguish among gramntracts, and intramural
projects. Intramural projects have a funding mechanisie ob ‘Z01.” Contract funding
mechanism codes are the letter ‘N’ followed by two difgig#). NCI grants usually, but
not always, have administering organization identifies.’

The extramural program as extracted from the DEA dag¢aibatides 14,359
extramural projects and 40,420 project years between 2000 and 2065elowships
are excluded. This query identified 1,690 intramural projectddisl project years
between 2000 and 2005. The result is a known universe of 16,03¢tplojd5,465
project years. In addition 305 grants and two contraetsaite on the CRP and ICRP
databases but not on the ICRP database were identifiedcatt Bookg2000-2005) are
not particularly helpful in corroborating the total nuemiof funded projects because
contracts, intramural research and cancer preventidcantrol are expressed as full
time equivalents (FTESs), while only grants and fellowshigsexpressed as separate
projects. It has been demonstrated that there are mgsints. There are twelve known
instances of missing data. However, all of these ara the University of North
Carolina at Chapel Hill, a Comprehensive Cancer Center.

The intramural program is identified primarily through glodpaeries of NClI's
CRP database for fiscal years 2000-2005. By checking the guqdkfix of the
administering organization code it is possible to confmat ho intramural projects are

found in the ICRP database that are missing in the dZ®&&base, because all but two
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projects (126) found in the ICRP but not in the CRP havearaskering organization
codes of ‘CA’ and are grants. The other two projectzantracts (NO1) for cancer

control or prevention (CN) clinical trials. Queriesn@oon the CRP and ICRP datasets do
not identify projects that ended in 1998 or 1999 but many aéttramural projects
identified through those queries were in effect in 1998 and ¥9®®ever, the intramural
projects identified cannot be traced prior to 2000. The tyuaflintramural project
coverage cannot be determined becaus€albeBookslo not address the number of
individual intramural projects at NCI.

Queries.The three budget search engines queried function eitheabshing for
words or combinations of words in the project title anaastract, or bg priori
assignments based on the Common Scientific Outline J©@8QCI Special Interest
Category (SIC). Use of CSO or SIC designations is pabfe to keywords because these
represent deliberate and expert classifications. This sy removes any element of
randomness from the query hits. It also removes tmeegieof faddishness that can
accompany buzzwords. Designation as a palliative caregbriofised on SIC may be
considered more valid than designation as a palliatire pa@ject based on the wording
of the title and abstract, because it represents digdaliecision to so classify. The
presence of the terpalliative care or the other terms operationalized here, may be a
buzzword for a different kind of project dressed up to ldaka palliative care project
because of a proposal writer’s perception that thogeqisoare more fundable than other
projects. Conversely, if the opposite is true, the $arould be avoided. In any case the
SIC and CSO codes are protection against randomnesseapdssibility that proposal-

writing scientists do not wear their interests entigtytheir sleeves.
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The advanced search engines of the CRP and ICRP allowok@gearches that
are pretty much self-explanatory. In these it is fdsdd searclall of these words
which implies a Boolean AND between each of the $etens this exact phrase
which implies that the phrase is treated like a wortlsiown right, as is done with
guotation marks on other search engim@y, of these wordsvhich implies a Boolean
OR between each of the search terms,remme of these wordsvhich implies a Boolean
NOT before each term and a Boolean AND linking eachtnegterm. Keyword
searches may target the title and abstract or tkeotitly. In addition both search engines
allow more than one of these type of keyword searath saarching within the Common
Scientific Outline by type of research and special iistecategories.

The three search engines used here make different tise G50 and SIC. The
DEA database does not make mention of the CSO andtleeagh it uses SICs, these
proved difficult to use in practice. Both the CRP and |I@Rfbases refer to and make
use of the CSO in their advanced search pages. HoweedLRR database also uses
SICs. Of particular importance, the CRP database addassgch page has an SIC
category for palliative care. Also worth noting whemtemplating research with the
cancer research databases is that while the CRP andd&@BRbases will allow searches
by multiple years, the DEA database will not.

Selection Criteria for Budget Querieg.hese queries were written in the hope of
maximizing legitimate hits. Because the CSO represersithioritative classification
better than a simple keyword search, queries thathes€$0O are preferred to queries
that do not. Agreement with CSO-based searches isasterion for inclusion. Where a

CSO-based search is possible the results of that qudrgny other query that can be
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added without creating a Krippendorf's alpha score less@&#00. When two queries
search by the CSO, the CRP query is preferred becausedtwh engine is the only one
that allows the user to restrict by the CSO special@st categorgalliative care Many
ICRP CSO queries were discarded because this user diddestand the behavior of
guotation marks in the ICRP queries. As a result attetapesstrict to palliative care
projects on the ICRP were largely ineffective. Whemuery for a given variable
referenced the CSO an attempt was made to find consamsug) the keyword searches.
This was done by calculating Krippendorf's alpha scoreth®three queries together. If
the combined Krippendorf's alpha score was not less@H#0 then the projects
identified by each query were combined. There is one exceqtithis rule because the
difference between the benchmark and Krippendorf's alpbigesvas very small (0.005).
Otherwise an attempt was made to combine pairs of théeeguerd select the Highest of
the Krippendorf's alpha scores for the highest of tiheetlpair comparisons as long as
that score was at least 0.500. This benchmark was seleatadse a Krippendorf's alpha
score of 0.500 indicates that agreement is at leatedgtio be based on real agreement
as it is on random chance. When all query searchamalde to reference the CSO and
no combination of two or more queries on that variablelypced a Krippendorf's alpha

score of 0.500 or more, that variable was discarded.

Budget Queries

The first task in development of the queries is to @ss=search activity on
palliative care and related issues, including end-of-afe cand supportive care. Because
we are limited to keyword searches within titles andrabtt on the DEA database,

separate queries were made for years 1998-2005 on the folloxpressions: palliative
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OR palliation OR palliate, 'end of life’ OR end-of-lifand ‘supportive care.’ The ICRP
database was queried on research type 6.6 of the CSOr Camteol, Survivorship and
Outcomes Research - End-of-Life Care, with any oftbeds searches for ‘palliative
care’ and ‘supportive care’ for years 2000-2005. The CRP d&tamsqueried on
palliative care as a special interest category, asghreh type item 6.6 of the CSO
Cancer Control, Survivorship and Outcomes Research - EhifledCare within the CSO
and supportive care as an exact phrase for years 2000-200G6s8e¢ahe more
extensive use of the CSO we might expect the CRP quiaies) as a whole, to be more

accurate than the queries on the other two databases.

Table 6.Palliative, End-of-Life, and Supportive Care Results

DEA CRP ICRP Krippendorf's Alpha
Palliative Care 252 315 2,291 0.155
End-Of Life Care 70 35 38 0.720
Supportive Care 66 33 374 0.187

Table 6 shows that there was large variation in tmebau of hits for palliative
care and supportive care but much better agreement forfdifel-aare. The dramatic
difference between the palliative care and supportive gaeries between the DEA and
the ICRP suggests that the ICRP any word search ogtimnad the quotation marks in
the query, whereas the DEA search engine treated thessipm in quotation marks as a
single query. The high level of agreementemid-of-lifeprojects makes sense because
two of the search engines were able to search basée @8O. When the CRP and
ICRP databases are compared alone, Krippendorf's alpteases from 0.720 to 0.959,

presumably because of strong agreement within the CSO.
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On this basis a new query was run using the CRP using thes@®4al interest
categorypalliative care This query identified 315 projects, and has a Krippendorf's
alpha score of 0.599 with the DEA query. Those 396 projdettified, either by the
DEA query or the new CRP query, are treated here gsatlative care records in this
study. Because of the very good reliability betweer8© definedend-of-life care
gueries within CRP and ICRP the 38 projects identified theeivill be treated asnd-
of-life careprojects. The ICRP keyword searslipportive care” is discarded because
the search engine does not accept quotation marks. alesléhe DEA query and the
CRP query, which have a Krippendorf's alpha score of 0.513hi®ibasis the 73
records identified by either the DEA database or the @&&base will be treated as
supportive care records.

The next task is to assess symptom management by parsguhptom and in
general. For the DEA database there were general gé@riggmptom management as
follows: 'symptom management’ OR ‘symptom contnohysical symptomsphysical
symptoms,and psychological symptonipsycho-social’ OR ‘psycho socialndividual
symptoms were queried as follows: pairpas, dyspnea adyspneanausea asausea
OR vomiting OR emesifatigue adatigue delirium asdelirium, depression as
depressionanxiety asanxiety and dementia afementiaWith the ICRP database, it was
possible to query by the exact phrasgmptom managemeandphysicial symptomsas
well aspsycho-sociahindpsycho socialThe last two searches together are equivalent to
a single search joined by a Boolean operator OR. Spagifinptoms were queried as
follows: pain, dyspnea, fatigue, delirium, depression, anxemtgdementiawere queried

asall of these wordsearches on the term, while nausea as queried as Ay wbtls,
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nauseavomiting oremesisThe CRP database was queried identically to the ICRP
database, except thadin was queried as a NCI designated Special Interest Category.
The quality of the queries in light of the availabilitlyCSO and special interest

categories depends on the impact of the pain variable.

Table 7.Symptom Control

DEA CRP ICRP Krippendorf's Alpha
Symptom Management 71 21 7 0.302
Physical Symptoms 6 6 24 0.333
Pain 200 282 56 0.375
Dyspnea 4 - 3 0.429
Nausea 21 13 7 0.536
Fatigue 71 44 20 0.495
Psycho-social 7 - 4 0.364
Depression 102 75 33 0.579
Anxiety 72 48 27 0.000
Dementia 16 8 6 0.343

In general there was little agreement on the variablagseaanddepressiorare
acceptableFatigueis borderline. There was little opportunity to use precefi
categories. Only the CRP database allowed a seangaioas a special interest category.
The CRP database does not support CSO searches on otpéorag. Fopain
Krippendorf's alpha scores were calculated betweeCRIe and the DEA databases and
the CRP and the ICRP databases. Krippendorf's alpha &etthe CRP and ICRP
databases was negative, but between the CRP and DBaskesaKrippendorf's alpha
was an acceptable 0.513. Those 357 projects selected gittgueries of either the
DEA or CRP databases are considered to be relevaairioThe DEAdyspneajuery
identified four records, three of which were the onlyores identified by the

corresponding ICRP query. The three records on which E#e &hd ICRP agree are
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kept. This raises the Krippendorf's Alpha score to 0.500umexthe CRP query did not
identify any records. Theauseavariable has an acceptable Krippendorf's alpha score, so
all 23 records identified by any of the databases are Kephauseavariable has a
borderline acceptable Krippendorf's alpha score (0.495)/@&Hecords identified by any
of the databases are kept because the loss of powléetmninate a 1 in 200 risk that
selection was random seems disproportionate. The depnesriable has an acceptable
Krippendorf’'s alpha score, so all 107 records identifiedry of the databases are kept.
The Krippendorf's alpha shows that tlwexietyvariable is unreliable and that the three
gueries performed did not use the same criteria. Howed®m comparing all three
possible combinations of the query results it becomes ttiaathe DEA and ICRP
databases are in the most agreement with a Krippenddpfig score of .524, which is
acceptable. Therefore the 73 records chosen either by Rie ¢€the DEA queries are
kept. Because the thrdementiagueries produced an unacceptably low Krippendorf's
alpha score, scores were calculated on all thredic@ations of two. Of these only ICRP
and CRP produced a high enough Krippendorf's alpha score (007d4)tant
acceptance. As a result the nine projects identifiedthgrequery are considered
dementigprojects.

The general variablesymptom managemephysical symptomsndpsycho-
socialwere disappointing. No combination of two queriespmptom management
produced a Krippendorf's alpha score over 0.500. An attempntove the three out of
sevempsycho-sociaprojects where the DEA and ICRP search engines gaesett

results lowers the Krippendorf's alpha score to zeralse the CRP query database did
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not return any records. Both of these variables arareied. The DEA and CRP were in
complete agreement about six projects that are nasified agphysical symptoms

In addition tosymptom managemenuality of lifeandcancer survivorshipvere
queried. In the DEA database the expres&joality of life’ was searched as a keyword
query (428 projects) armhncer survivorshipvas searched as a cancer activity query.
Cancer survivorshipvas searched as a CSO special interest categdry ICRP and

CRP databases.

Table 8.Quality of Life and Survivorship

DEA CRP ICRP Krippendorf's Alpha
Quality of Life 428 - - N/A
Cancer Survivorship 158 95 402 0.369

Table 8 shows a low level of reliability on tbancer survivorshiwariable. This
is largely due to fact that the CRP database is the oyttt allows restriction by the
CSO special interest categqalliative care The CRP as it turns out is the only database
that reliable restricts based on relevance to palliatéve. So the 96 projects that were
identified by the CRP database as relevacattcer survivorshi@mndpalliative careare
accepted asurvivorshipprojects.

Keyword searches were made to identify projects relesambcologists, nurses
and social workers and hospice, as follows. In the DB#rbase oncologists were
searched using the temncology OR oncologishurses were searched usmgsing OR
nurse social workers were searched uswrial work’ OR ‘social worker;’and hospice
was searched using the wdrdspice In the ICRP databasscologyandoncologistwere

searched with and without the phrgsalliative care’ ‘end-of-life care’ ‘supportive
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care.” When taken together without the expression the resatjuivalent to the Boolean
expressioroncology OR oncologistWhen used with the expression the result is
equivalent to the expressigoncology OR oncologist) AND ('palliative care’ OR ‘end-
of-life care’ OR ‘supportive care’Analogous pairings were made withrseand
nursing andsocial workandsocial worker with but not without the phrase that restricts
to topic.Hospicewas run with the restricting expression, as welthenCRP queries
were made as in the ICRP queries with the differeratetiie expressiopalliative care
‘end-of-life care’ ‘supportive careias substituted witpalliative careas a CSO special
interest category. One may reasonably expect thedtiefes to be more valid because
they restrict to the field of palliative care using tHeQC Again, because the CRP
database allows for reliable restriction witpalliative careusing the CSO, the CRP
database is considered authoritative. The queries igehfi8oncologyprojects, 65
nursingprojects, Focial workprojects, and 78ospiceprojects withinpalliative care
The methodology in Chapter 4 calls for assessmentogdqis that address
functional statusandsuicide/euthanasiarhe DEA was queried fdunctionality OR
‘functional status’andsuicide OR euthanasis keyword searches. The result was
disappointing as most of the hits were projects notaeltd functionality in patients or
intentional ending of human life. The ICRP was quergdunctionalityandsuicide
euthanasiaasany of these wordsearches, with predictably the same result. However,
with the CRP database it was possible to sefamattionalityandsuicideand restrict
them topalliative careattributed within the CSO. Regrettalblynctionalitywas not

restricted in this way. These two variables were discarde



201

Training andclinical trial projects were identified with the field pélliative
care In the DEA database after restricting fiining and therclinical trials as cancer
activities, keyword searches were done on the expregsadirative OR palliate OR
palliation OR ‘symptom management’) OR (‘end of life’ OR endf®f@R ‘supportive
care’). In the ICRP databas#inical trial andtraining were entered as exact phrases and
any of these wordsearches was done on the expresgalimative care ‘end of life’ ‘end-
of-life’ ‘supportive care.’In the CRP database it was possible to query palliative
training projects entirely with the CSO, whexaliative carewas a special interest and
training andclinical trial was a project type. Again, the CRP search enginensidered
authoritative. The CRP identified 34 training projects, exalydellowships and no
clinical trials when queried fdraining andclinical trial as project type anpalliative
careas CSO special interest category.

Until this point there has been an attempt to condudbg@oas queries across all
three databases. However because of the variatitwe ipower of the three search
engines, queries of issues regarding the quality and measotref the quality of
palliative care were done opportunistically. Queries eflCRP database were restricted
by any of the wordpalliative care ‘end of life’ end-of-life ‘supportive caréhdividual
gueries were on the following terms using exact phraselssaquality, shared decision
makingandshared decision makingatient satisfactioncoordination of care
effectiveness researchiccountability andindicators Cost of health care delivery was
searched with aall of these wordsearch orostwith anexact phrasesearch ohealth
care delivery Because of the ineffectiveness of quotation marksiabining groups of

words into unique expressions, these queries were discattedIibwing areas within
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the CSO were queried as well: types of resed&dhCancer Control, Survivorship and
Outcomes Research - Patient Care and Survivorship Issues, 6.4 CamtsslC
Survivorship and Outcomes Research - Cost Analyses and Health Caerpelnd 6.5
Cancer Control, Survivorship and Outcomes Research - Education and Communication
Despite the fact that these queries are within the @89 ,were not restricted by

palliative careunder the CSO classification. These queries weredasarded.

Queries of the CRP database were restricted by thesp&€ial interest category
palliative care. Arall of these wordsearch was done on the wayadality. Also exact
phrasesearches were conducted on the expressisaaed decision makingatient
satisfaction andcoordination of careBecause it was also possible to query within the
CSO-designated special interest category, there was teassessment of the types of
research6.1 Cancer Control, Survivorship and Outcomes Research - Patient Care and
Survivorship Issues, 6.4 Cancer Control, Survivorship and Outcomes Res€&arsh
Analyses and Health Care Delivery, and 6.5 Cancer Control, Survivorshipatodmes
Research - Education and Communicatiolly within the CSO. CSO special interest
searches were also done faalth care deliveryandeffectiveness researcGRP
gueries, which were grounded in the CSO are considered aitikrer

Combined, the queries described above identified 4,548 projdttsremoving
the records that held only discarded variables, 1,113 recorddefte This should not
have been unexpected because of the relative diffictgéating expressions on the ICRP
gueries. Of these remaining projects 2% are intramuragjarity of 54% are conducted
by participating institutions in the NCI Cancer CentersgPam, and 44% are conducted

by other institutions.
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Significance Testing

For Hypothesis 4 there is budget data, at least in thé&worgll records because these
projects are by definition, extramural. Much of this gesl addresses the portion of the
extramural NCI research agenda, which accounts for 9§%ogcts identified by relevant
gueries. Cancer Center research overall accountsnajaity (54%) of research projects
identified for this study. The significance of trendsha proportion of research activities
carried out by the Cancer Centers is measured with éeMaend statistic where projects
conducted by Cancer Centers are treated as cases amtisprojeducted either by NCI
intramurally or by other institutions, are treated agrods) among projects meeting the
search criteria. The exposure as in other Mantel statdstic analysis here is time measured
by fiscal year. Significance of growth of the proportafrthe NCI extramural budget is
measured, as in the discussion of Hypothesis 2 ab®es lmat values resulting from
univariate regression of budget share as the dependeaibleaaind fiscal year as the

independent variable.
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APPENDIX B. PROCEDURES FOR EXTRACTION AND ANALYSIS OF

JOURNALS DATABASE (1994-2005)

Hypothesis 5 is evaluated through a dataset obtained througésgokthe online
PubMed database published by the National Library of Meeliand NIH (2006).
Through PubMed, volumes published between 1994 and 2005, wheitdgyassre
searched for the following journals: T@dinical Journal of Oncologynd theClinical
Journal of Oncology NursingrheClinical Journal of Oncology Nursingas first
published in 1997 and is searched from that year until 2005Jdureal of Psycho
Social Oncologyvas in publication throughout the time period of this gtidit is not
covered on PubMed before 2005. On closer review it beclaetbat of the ONS
publications only th€linical Journal of Oncologys a professional journal, while the
ONS Newsnd theOncology Nursing Forurare more properly described as newsletters
and are dropped from the analysis. Tbarnal of Oncology Practices also a newsletter
published online by ASCO. The quantitative portion of Hypashess addressed
through statistical analysis of tdeurnal of Clinical Oncology1994-2005) and the
Clinical Journal of Oncology Nursin(L997-2005), and a descriptive treatment of those
two journals as well as thiurnal of Psycho Social Oncolo¢i994-2005).

As with the NCI program, global queries were conductegkta count of articles
published in each journal. Directed queries were then coedacet thelournal of
Clinical Oncologyand the three ONS publications, to determine how mamng reéevant
to the recommendations in Foley and Gelband (2001). Thedisdre reported briefly.

Table 9 shows that like NCI budget expenditures, the dwarglut of the

Journal of Clinical Oncologyncreased steadily over the study period. Output inctlease
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Table 9.Total Articles, by Journal

JCO CJON ONS News ONF
1994 419 -- 14 133
1995 438 -- 20 143
1996 448 -- 19 110
1997 483 14 19 142
1998 581 29 49 140
1999 549 44 33 136
2000 602 68 27 105
2001 653 71 12 110
2002 744 92 28 100
2003 889 131 35 111
2004 827 91 64 107
2005 1,461 86 38 99
Total 8,094 626 358 1,436

Source: PubMed

from 419 in 1994 to 827 in 2004, an increase of 97%, and then spilketbtbthe next
year. TheClinical Journal of Oncology Nursinlgegan publication in 1997, conceivably
in response to the Board’s activities. The output ofjtusnal is modest by any standard,
but is dwarfed by comparison with theurnal of Clinical Oncologywhere output
increased steadily for the first four years of productmeaked in 2003 and changed little
after that ONS Newsutput was small, and showed little discernible pattexolume.

The Oncology Nursing Forurproduced the largest volume of articles of the ONS

publications. However, its output declined somewhat dwestudy period by 26%.

Selection Criteria for Journal Queries

These queries were written for use on a single seargime. The set of queries
used for each topic are identical except for journa& &tid year of publication.
Reliability is not an issue since the queries were condubteugh a single search engine

using standard language.
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Journal Queries

All Queries were done from PubMed in the Fall of 2006. Ttweneries were
made of each journal as shown in Table 10. The first jeumal title is the exact name
of each journal searched in lower case, i.e. jourhelimcal oncology, oncology nursing
forum, ons news, and clinical journal of oncology mugsiThe terndata-yearwas each
year between 1994 and 2005, except in the case Qlithieal Journal of Oncology

Nursing which began publication in 1997. The third element wasehech term.

Table 10.Journal Queries

journal title[ta] AND date-year[dp] AND palliative care
journal title[ta] AND date-year[dp] AND end-of-life care
journal title[ta] AND date-year[dp] AND supportive care

journal title[ta] AND date-year[dp] AND (palliative care OR end-of-life care OR
supportive care)

journal title[ta] AND date-year[dp] AND pain

journal title[ta] AND date-year[dp] AND dyspnea

journal title[ta] AND date-year[dp] AND (nausea OR emesis)
journal title[ta] AND date-year[dp] AND fatigue

journal title[ta] AND date-year[dp] AND delirium

10 journal title[ta] AND date-year[dp] AND (pain OR dyspnea OR nausea OR emesis OR
fatigue OR delirium)

11 journal title[ta] AND date-year[dp] AND anxiety

12 journal title[ta] AND date-year[dp] AND depression

13 journal title[ta] AND date-year[dp] AND dementia

14 journal title[ta] AND date-year[dp] AND (anxiety OR depression OR dementia)

15 journal title[ta] AND date-year[dp] AND (pain OR dyspnea OR nausea OR emesis OR
fatigue OR delirium OR anxiety OR depression OR dementia)

16 journal title[ta] AND date-year[dp] AND comprehensive care

17 journal title[ta] AND date-year[dp] AND (suicide OR euthanasia)

18 journal title[ta] AND date-year[dp] AND functionality

19 journal title[ta] AND date-year[dp] AND patient communication

20 journal title[ta] AND date-year[dp] AND patient AND decision making

A WDN B

© 00 N O O

The first three queries develop the varialpaBiative care end-of-life careand
supportive careThe fourth query develops a combined variable including hitiseof

three previous variables. The next four queries identifividdal physical symptoms:
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pain, dyspneanauseafatigue anddementia The tenth variable combines those
symptoms into an afihysical symptomegariable. Variables eleven through thirteen
identify psycho-social conditiorenxiety depressioranddelirium. Variable 14 combines
these last three into a gengpal/cho-social conditiongariable. Variable 15 combines all
physical and psycho-social conditions. The rest of/#n@bles identify areas of concern
not restricted to articles relevant to palliative cand summarize those. The last variable

summarizes all articles of interest to this study.

Significance Testing

Significance testing is done on the proportion of jouantatles by journal title
that meet test criteria. Testing on proportions avoagounding with overall growth of
journal output. The analysis of journal articles in Hy@sis 6 uses binomial polytomous
data. In this case we are interested in the proposfipnofessional journal articles that
meeta priori definitions of relevance to the Board’s recommendatiat several one-
year time intervals. The procedure for significancarigsif binomial polytomous data
calculates the Mantel trend statistic (1963), as destimb&reenland (1998). This
statistic measures a linear trend that may be positinvegative. The value squared has a
one-tailed chi-squared distribution with one degree ofifsee The statistic uses a single
degree of freedom because it estimates a regressifficieme¢ (Mantel). Critical values
of .05 are used. As discussed above, change points ammidettby visual inspection of
graphed data because this method is more conservative &iftttpan the statistical

methods considered in Chapter 4 when applied to these data.
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Table 11.Hypothesis 2 - NCI Extramural Spending by Selected Conpés in 2001

$1,000,000s
1998 1999 2000 2001 2002 2003 2004 2005 Total sig.

Palliative Care 162 217 238 259 278 294 298 291 2,036
End-of-Life Care 1 2 3 3 3 5 5 7 29
Supportive Care 14 21 22 28 30 18 17 18 167
All Palliative Care 176 237 259 285 304 306 309 306 2,182
g;nrﬁrt'gnfshys'ca' o o o 1 1 1 1 o 4
Pain 153 199 221 246 262 278 279 278 1,916
Dyspnea 0 0 0 0 1 1 1 4
Nausea 3 3 3 3 2 2 2 20
Fatigue 2 4 5 6 8 9 12 54
All Physical Symptoms 157 203 226 252 267 283 283 284 1,956
Depression 3 10 13 13 13 16 18 20 106
Anxiety 3 4 5 5 5 6 10 12 49
Dementia 0 0 0 0 1 1 1 0 3
’g'}lg;{gﬂﬁ‘;’og'ca' 5 13 16 16 16 19 23 26 134
All Symptoms 161 214 240 265 279 298 302 303 2,061
Quality of Life 77 113 127 145 161 201 202 193 1,219
Survivorship 3 11 15 16 17 21 21 22 126
Pal. Nursing Projects 11 15 15 16 18 19 20 18 132
Pal. Oncology Projects 43 50 57 61 66 69 68 75 489
E‘:‘(‘)ii?g'al Work 1 1 1 1 1 1 1 1 6
Pal. Hospice Projects 57 70 74 81 83 101 105 108 678
All Professional Projects 82 100 110 119 125 143 146 153 977
Training Projects 0 1 1 2 3 4 5 5 21
Quality of Pal. Care 51 90 104 114 134 138 138 133 903
SueMPaopn o o o o o 0 0 o o
Pal. Patient Care 17 28 39 46 50 47 36 28 291
Pal. Health Care Delivery 7 10 11 10 10 8 9 11 77
ral. Effectiveness 7 8 12 26 32 37 40 38 199
Al Pal. Care Delivery 78 131 150 185 213 218 211 195 1,389
Total of these Concepts 285 391 433 485 522 571 565 545 3,797

*p < .05.
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Table 12.Hypothesis 2 - Percentage of NCI Extramural Spending by &eted
Concepts

1998 1999 2000 2001 2002 2003 2004 2005 T p sig.
Palliative Care 756 9.03 895 894 891 877 892 888 1.382 0.216
All Palliative Care 8.18 9.88 9.73 9.83 9.76 9.15 9.26 9.34 (0419 0.690
Generic Physical 0.0l 0.00 0.00 002 003 002 002 001 1111 0.309
Symptoms
Pain 7.14 8.28 8.33 848 839 831 836 8.48 2009 0.091
Dyspnea 0.00 0.00 0.01 0.01 0.03 0.02 0.02 0.02 4844 0003 *
Nausea 0.14 0.12 0.12 0.11 0.05 0.06 0.06 0.07 -4306 0.005 *
Fatigue 0.09 0.18 0.19 0.22 0.20 0.25 0.27 038 ©5757 0.001 *
Anxiety 0.14 0.17 0.18 0.16 0.15 0.17 0.30 0.36 2904 0.027 *
Dementia 0.00 0.00 0.00 0.00 0.02 0.02 0.02 001 2505 0.046 *
All Psychological 0.25 054 062 055 051 057 068 079 3241 0018 *
Symptoms
All Symptoms 750 894 9.03 9.14 893 889 9.04 925 2030 0.089
Quality of Life 361 473 478 499 516 599 6.06 589 6266 0.001 *
Survivorship 0.16 0.46 055 054 055 0.61 0.62 0.68 3803 0.009 *

Pal. Social Work 0.04 003 004 003 002 003 002 002 .3078 0022 *
Projects.

Pal. Hospice Projects .66 291 2.80 278 265 3.02 314 329 3000 0024 *
All Professional Projects 3.80 4.17 4.14 410 3.99 426 438 4.67 3578 0.012 *
Training Projects 000 004 004 006 009 012 015 0.15 13101 0000 *
Quality of Pal. Care 239 3.75 393 395 429 410 4.14 4.07 2441 0.050

Patient Participationin - 000 0.00 0.00 0.01 0.00 0.00 0.00 0.00 -0018 0986
Decision making

Pal. Effectiveness 0.32 0.34 046 088 1.02 1.09 1.20 115 7290 0000 *
Research

All Researchin Pal. Care 365 544 597 638 6.83 651 631 596 2169 0.073
Delivery

Total of these Concepts 13.3 16.3 16.3 16.7 16.7 17.0 169 16.7 2325 0.059

*p < .05.
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Table 13.Hypothesis 2 - NCI Projects by Selected Concepts

1998 1999 2000 2001 2002 2003 2004 2005 X P  Sig.
Palliative Care 158 246 250 256 243 267 291 297 -0.885 0.376
End-of-Life Care 5 5 11 14 16 16 18 22 2.733 0.006 *
Supportive Care 14 23 27 33 31 39 42 37 1.682 0.093
All Palliative Care 170 267 275 283 269 293 318 325 -0.802 0.422
Generic Physical Symptoms 1 1 1 4 5 3 1 1 -0.268 0.788
Pain 155 239 239 230 221 248 276 289 -0.999 0.318
Dyspnea 0 0 1 1 3 2 3 3 1983 0.047 *
Nausea 5 6 8 8 8 8 11 11 0.595 0.552
Fatigue 8 14 20 27 26 30 41 51 4.771 0.000 *
All Physical Symptoms 161 250 253 251 245 268 301 320 -0.158 0.874
Depression 10 21 37 34 48 48 48 58 3.930 0.000 *
Anxiety 11 16 20 19 24 25 33 46 3450 0.001 *
Dementia 0 0 4 4 6 6 6 4 1841 0.066
All Psychological Symptoms 19 33 55 48 64 64 67 83 3.865 0.000 *
All Symptoms 174 276 299 288 297 320 353 377 0.961 0.337
Quiality of Life 94 148 178 200 213 214 231 259 3.553 0.000 *
Survivorship 11 18 27 39 4 47 50 53 4.183 0.000 *
Pal. Nursing Projects 11 18 21 19 21 21 18 19 -0.847 0.397
Pal. Oncology Projects 39 67 56 72 65 60 63 65 -1.785 0.074
Pal. Social Work Projects 2 2 2 3 1 1 1 1 -1.626 0.104
Pal. Hospice Projects 22 48 52 53 50 73 77 84 3.331 0.001 *
All Professional Projects 56 104 104 115 108 124 131 138 1.100 0.271
Training Projects 0 7 8 11 16 20 24 23 4.527 0.000 *
Clinical Trials 0 0 0 0 0 0 0 0o - - -
Quality of Pal. Care 69 106 108 130 121 118 128 127 -0.749 0.454

Patient Participation in

o ; 0 0 0 1 1 0 0 0 -0.223 0.824
Decision making

Pal. Patient Satisfaction 0 0 0 0 0 0 0 0 - - -
Pal. Coordination of Care 0 0 0 0 0 0 0 0 - - -
Pal. Patient Care 35 68 114 133 146 143 141 102 2.398 0.016 *
Pal. Health Care Delivery 4 10 10 6 8 7 6 18 0.610 0.542

Pal. Effectiveness Research 6 11 15 29 43 46 70 76 8.946 0.000 *

All Research in Pal.
Care Delivery

Total of these Concepts 303 490 562 566 607 634 694 704 3.064 0.002 *
*p <.05.

104 181 228 271 288 288 316 287 3.996 0.000 *
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Table 14 Hypothesis 2 - Percentage of NCI Projects by Selected Copte

1998 1999 2000 2001 2002 2003 2004 2005 Sig.

Palliative Care 3.19 445 390 3.70 3.29 351 3.61 3.68
End-of-Life Care 0.10 0.09 0.7 020 022 021 022 027 =«
Supportive Care 0.28 042 042 048 042 051 052 046

All Palliative Care 3.43 483 429 410 364 385 395 402
Generic Physical Symptoms 0.02 0.02 0.02 0.06 0.07 004 001 001
Pain 3.13 433 373 3.33 299 326 343 3.58
Dyspnea 0.00 0.00 0.02 0.01 0.04 0.03 004 004 =
Nausea 010 011 012 012 011 011 014 0.14
Fatigue 0.16 025 031 039 035 039 051 063 =
All Physical Symptoms 3.25 452 395 3.63 331 352 374 3.96
Depression 0.20 0.38 058 049 0.65 0.63 060 072 =
Anxiety 022 029 031 027 032 033 041 057 =«
Dementia 0.00 0.00 0.06 0.06 0.08 0.8 007 0.05

All Psychological Symptoms 0.38 0.60 0.86 0.69 0.87 0.84 083 103 =
All Symptoms 351 4.99 467 417 402 421 439 467
Quality of Life 1.90 2.68 278 289 288 281 287 321 «
Survivorship 0.22 033 042 056 059 0.62 062 066 =
Pal. Nursing Projects 0.22 033 033 027 028 028 022 024
Pal. Oncology Projects 0.79 1.21 0.87 1.04 0.88 079 078 0.80
Pal. Social Work Projects 0.04 0.04 0.03 0.04 001 001 001 001
Pal. Hospice Projects 0.44 0.87 081 077 0.68 0.96 096 1.04 =
All Professional Projects 113 188 162 166 146 163 163 1.71
Training Projects 0.00 0.13 012 016 022 026 030 028 =
Clinical Trials 0.00 0.00 0.00 0.00 0.00 0.00 0.0 000 .
Quality of Pal. Care 139 1.92 169 1.88 164 155 159 1.57
Patli(_em Participation in Decision 0.00 0.00 0.00 0.01 0.01 0.00 000 0.00
makin

Pal. pgﬂem Satisfaction 0.00 0.00 0.00 0.00 0.00 0.00 0.0 000 .
Pal. Coordination of Care 0.00 0.00 0.00 0.00 0.00 0.00 0.0 000 .
Pal. Patient Care 071 1.23 1.78 1.92 1.97 1.88 175 126 =«
Pal. Health Care Delivery 0.08 0.18 0.6 0.09 011 009 007 022
Pal. Effectiveness Research 0.12 020 023 042 058 0.61 087 094 =
All Research in Pal. Care Delivery 2.10 3.28 356 3.92 3.89 379 393 355 «
Total of these Concepts 6.12 887 877 819 821 834 862 872 «

*p < .05.



212

Table 15.Hypothesis 4 - NCI Extramural Spending by Cancer Centex by
Selected Concept in 2001 $1,000,000s

1998 1999 2000 2001 2002 2003 2004 2005 Total sig.

Palliative Care 130 154 163 179 187 207 208 204 1,430
End-of-Life Care 1 1 2 3 3 4 4 6 23 *
Supportive Care 4 6 5 11 12 13 12 13 76 *
All Palliative Care 134 160 167 189 196 217 217 216 1,496
Generic Physical Symptoms 0 0 0 0 1 1 1 0 2
Nausea 112 131 138 162 168 188 187 190 1,276 *
Dyspnea 0 0 0 0 1 1 1 1 4 *
Pain 2 2 2 2 0 1 1 1 11 =+
Fatigue 1 2 2 3 4 5 6 9 33 *
All Physical Symptoms 114 135 142 166 172 191 190 194 1,305 *
Depression 2 8 11 11 10 12 12 14 80
Anxiety 1 1 3 2 2 3 4 5 22 *
Dementia 0 0 0 0 1 1 1 0 2
All Psychological Symptoms 3 9 13 12 11 14 14 17 94
All Symptoms 117 143 153 176 179 201 200 205 1,373 *
Quality of Life 45 58 67 71 74 82 84 85 568
Survivorship 1 3 4 6 8 11 10 11 54 *
Pal. Nursing Projects 8 11 100 11 13 12 13 11 88
Pal. Oncology Projects 35 38 43 47 51 52 48 55 369
Pal. Social Work Projects 0 0 0 0 0 0 0 0 0
Pal. Hospice Projects 57 65 67 73 76 91 92 95 617
All Professional Projects 73 82 88 97 102 116 115 122 796
Training Projects 0 1 1 1 2 3 3 3 13 =*
Quality of Pal. Care 32 40 42 48 59 69 74 70 433 *
Ef:li(ie:; Participation in Decision 0 0 0 0 0 0 0 0 0
Pal. Patient Care 5 12 18 26 26 26 22 17 150
Pal. Health Care Delivery 7 10 11 10 10 8 9 10 76
Pal. Effectiveness Research 7 8 11 20 25 28 31 29 157 *
’S'élffleefjamh in Pal. Care 47 65 75 94 109 121 124 113 746 *

Total of these Concepts 190 237 253 288 295 331 325 322 2,241

*p < .05.
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Table 16.Hypothesis 4 - Percentage of Cancer Center Spending by Seéxl
Concepts

1998 1999 2000 2001 2002 2003 2004 2005 t P sig.
Palliative Care 6.06 6.41 6.12 6.18 598 6.17 6.23 6.23 0.130 0.901
End-of-Life Care 0.05 0.04 0.07 0.09 0.08 0.12 0.11 0.18 5.354 0.002 *
Supportive Care 0.18 0.26 0.20 0.38 0.40 0.39 0.36 0.38 3.357 0.015 *
All Palliative Care 6.25 6.67 6.30 6.52 6.29 6.47 6.49 6.59 0.836 0.435
Generic Physical Symptoms 0.00 0.00 0.00 0.01 0.02 0.02 0.02 0.01 2.432 0.051
Pain 5.21 546 5.21 558 5.38 561 561 580 3.503 0.013 *
Dyspnea 0.00 0.00 0.01 0.01 0.03 0.02 0.02 0.02 4.844 0.003 *
Nausea 0.10 0.10 0.08 0.08 0.01 0.02 0.02 0.03 -4.741 0.003 *
Fatigue 0.03 0.09 0.09 0.12 0.14 0.15 0.18 0.27 7.262 0.000 *
All Physical Symptoms 5.32 5.61 534 574 551 571 568 594 3.020 0.023 *
Depression 0.07 0.34 0.41 0.39 0.32 0.36 0.34 0.42 1.776 0.126
Anxiety 0.06 0.06 0.10 0.08 0.07 0.09 0.13 0.16 3.441 0.014 *
Dementia 0.00 0.00 0.00 0.00 0.02 0.02 0.02 0.01 2.648 0.038 *
All Psychological Symptoms  0.13 0.38 0.47 0.43 0.36 0.42 0.43 0.52 2.283 0.063
All Symptoms 5.43 594 574 6.07 574 6.00 6.00 6.26 2.787 0.032 *
Quality of Life 211 244 253 244 239 246 252 259 2.409 0.053
Survivorship 0.05 0.11 0.16 0.21 0.26 0.31 0.30 0.33 10.426 0.000 *
Pal. Nursing Projects 0.36 0.44 0.38 0.37 0.41 0.35 0.39 0.34 -1.075 0.324
Pal. Oncology Projects 164 157 162 162 163 156 145 1.67 -0.646 0.542
Pal. Social Work Projects 0.00 0.00 0.00 0.00 0.00 0.00 0.00 0.00 - - -
Pal. Hospice Projects 265 2.69 253 251 244 273 276 2.92 1462 0.194
All Professional Projects 3.42 3.41 3.32 3.34 3.27 3.45 3.46 3.73 1.729 0.134
Training Projects 0.00 0.03 0.03 0.03 0.06 0.08 0.08 0.10 8.328 0.000 *
Quiality of Pal. Care 149 165 158 166 1.89 2.05 222 214 7.408 0.000 *

Patient Participation in
Decision making

Pal. Patient Care 0.21 0.51 0.66 0.89 0.83 0.76 0.64 0.51 1.073 0.324
Pal. Health Care Delivery 0.34 0.42 0.42 0.35 0.32 0.24 0.28 0.32 -2.294 0.062
Pal. Effectiveness Research 0.32 0.32 0.41 0.69 0.79 0.83 0.92 0.88 7.187 0.000 *

All Research in Pal. Care
Delivery

Total of these Concepts 8.86 9.89 9.52 9.92 9.46 9.86 9.74 9.85 1599 0.161

0.00 0.00 0.00 0.01 0.00 0.00 0.00 0.00 -0.018 0.986

219 270 281 3.25 349 3.60 3.71 3.44 5.174 0.002 *

*p < .05.
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Table 17.Hypothesis 4 — Percentage of Cancer Center Share by Selelcte
Concepts

1998 1999 2000 2001 2002 2003 2004 2005 t P  sig.

Palliative Care 80.2 70.9 684 69.1 67.1 70.3 69.9 70.1 -42.6 0.000 *
End-of-Life Care 815 48.0 69.4 86.7 86.9 84.2 720 84.0 17.7 0.000 *
Supportive Care 27.8 29.8 24.2 39.2 412 724 70.0 70.1 142.0 0.000 *
All Palliative Care 765 67.6 648 66.3 645 70.7 70.1 705 7.4 0.000 *
g;nr:?)rtignfshysma' 00 00 00 265 641 70.8 100 100 44.4 0.000 *
Pain 73.0 66.0 625 657 64.1 675 67.0 68.4 2.9 0.003 *
Dyspnea - - 100 100 100 100 100 100 - - -
Nausea 747 818 704 719 257 339 326 394 -525 0.000 *
Fatigue 39.0 485 47.1 52.7 68.2 59.7 66.2 70.9 419 0.000 *
All Physical Symptoms 729 66.2 62.8 66.0 64.3 67.6 67.0 68.4 1.5 0.122

Depression 59.6 82.0 83.0 852 795 752 637 67.4 -43.1 0.000 *
Anxiety 429 35.7 551 47.2 474 50.7 425 458 1.3 0.198

Dementia - - - - 87.4 875 79.1 100 1.5 0.129

’gunfgi’gnﬁ‘;'ogica' 524 70.1 769 77.7 710 72.8 639 66.6 -127 0.000 *
All Symptoms 724 665 63.6 664 642 675 66.4 67.7 -7.0 0.000 *
Quality of Life 58.4 515 529 48.9 46.3 410 41.6 44.0 -100.9 0.000 *
Survivorship 32.3 238 29.1 398 47.0 51.1 479 49.1 57.7 0.000 *
Pal. Nursing Projects 70.9 705 69.4 674 726 635 644 60.0 -255 0.000 *
Pal. Oncology Projects 822 751 753 772 77.2 757 711 732 -33.8 0.000 *
E?(I)j i‘t)g'a' Work 00 00 00 00 00 00 00 00 - .-
Pal. Hospice Projects 99.5 925 904 90.3 919 904 88.0 88.7 -67.2 0.000 *
All Professional Projects 89.8 81.8 80.2 815 821 811 79.0 79.9 -47.2 0.000 *
Training Projects - 78.6 685 50.6 68.7 66.0 55.9 64.3 -6.2 0.000 *
Quiality of Pal. Care 62.2 44.0 40.2 421 439 500 53.6 525 40.3 0.000 *

Patient Participation in

g . - - - 100 100 - - - - - -
Decision making
Pal. Patient Care 27.3 43.2 449 56.1 521 543 599 60.0 77.3 0.000 *
Pal. Health Care Delivery 100 100 100 100 100 100 100 93.6 -40.8 0.000 *
Pal. Effectiveness 100 93.9 885 783 77.6 759 76.8 76.0 -524 0.000 *
Research
All Researchin Pal. Care ¢4 497 470 509 51.0 553 588 57.7 57.8 0000 *
Delivery
Total of these Concepts 66.9 60.7 58.4 59.3 56.5 57.9 575 59.1 -60.7 0.000 *

*p < .05.
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Table 18.Hypothesis 4 - Projects of Selected Types Conducted Gancer
Centers

1998 1999 2000 2001 2002 2003 2004 2005 X P Sig.

Palliative Care 76 142 141 140 133 153 157 173 0.971 0.331
End-of-Life Care 3 2 8 11 13 13 12 18 1.175 0.240
Supportive Care 8 12 13 17 21 25 25 20 0.690 0.490

All Palliative Care 84 154 154 155 150 169 172 188 0.857 0.392
g;nr:?)rt'gnfshys'ca' o o o0 1 2 2 1 1 2304 0021 *
Pain 75 128 132 129 123 145 155 179 2.607 0.009 *
Dyspnea 0 0 1 1 3 2 3 3 - -
Nausea 1 3 2 2 2 3 5 3 0.315 0.753
Fatigue 2 6 8 10 14 16 24 33 3.019 0.003 =
All Physical Symptoms 77 134 137 139 137 156 167 193 2.460 0.014 *
Depression 5 13 22 25 32 33 29 36 0.139 0.889
Anxiety 4 6 10 10 11 12 16 23 0.775 0.438
Dementia 0 0 0 1 1 1 1 1.201 0.230
’g'}lg;{gﬂﬁ‘;’og'ca’ 9 17 28 30 35 38 38 49 1093 0.275

All Symptoms 84 147 159 160 161 182 193 221 2.117 0.034 *
Quality of Life 52 86 103 111 124 134 142 153 1.164 0.244
Survivorship 5 8 13 18 25 25 24 27 0.486 0.627
Pal. Nursing Projects 5 10 12 10 12 11 6 9 -0.849 0.396
Pal. Oncology Projects 20 40 29 38 36 33 31 38 0.003 0.998
Ef‘(’)} esc?g'a' Work o o o o ©0 o0 0 o0 - -

Pal. Hospice Projects 20 43 44 43 39 55 52 63 -3.245 0.001 *
’F*,'r'ofergtfsss'ona' 34 71 67 71 66 77 75 90 -0.636 0.525
Training Projects 0 5 5 6 11 14 14 14 -0.365 0.715
Clinical Trials 0 0 0 0 0 0 0 0 - -
Quality of Pal. Care 20 38 43 55 54 52 61 63 3.269 0.001 *

Patient Participation in
Decision making

Pal. Patient Satisfaction 0 0 0 0 0 0 0 0 - -

Pal. Coordination of 0 0 0 0 0 0 0 0 ) )

Care

Pal. Patient Care 13 33 52 72 82 84 75 53 1.800 0.072
Pal. Health Care 4 10 10 6 8 7 6 10 -3.736 0000 *
Delivery

Pal. Effectiveness 6 10 13 19 26 30 46 49 -2.047 0041 *
Research

All Research in Pal. .

i 36 82 105 132 147 153 165 150 3.321 0.001
Care Delivery

Total of these Concepts 160 278 306 308 332 367 383 403 1.096 0.273

*p < .05.
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Table 19.Hypothesis 4 - Percentage of Projects of Selected Types Cantkd by
Cancer Centers

1998 1999 2000 2001 2002 2003 2004 2005 Sig.

Palliative Care 481 57.7 56.4 547 547 573 54.0 58.2
End-of-Life Care 60.0 40.0 727 78.6 813 813 66.7 818
Supportive Care 571 522 481 515 67.7 641 595 541

All Palliative Care 494 57.7 56.0 548 558 57.7 54.1 57.8
Generic Physical Symptoms 0.0 0.0 0.0 250 40.0 66.7 100 100 *
Pain 484 53.6 552 56.1 557 585 56.2 619 *
Dyspnea - - 100 100 100 100 100 100
Nausea 200 50.0 25.0 25.0 250 375 455 273
Fatigue 25.0 429 400 37.0 538 533 585 64.7 *
All Physical Symptoms 478 536 542 554 559 582 555 603 *
Depression 50.0 619 595 735 66.7 68.8 60.4 62.1
Anxiety 36.4 375 50.0 526 458 480 485 50.0
Dementia - - 0.0 0.0 16.7 16.7 16.7 25.0

All Psychological Symptoms 474 515 509 625 547 594 56.7 59.0

All Symptoms 48.3 53.3 532 556 542 56.9 547 58.6 *
Quality of Life 553 58.1 579 555 582 626 61.5 59.1
Survivorship 455 444 48.1 46.2 56.8 532 48.0 50.9

Pal. Nursing Projects 455 556 57.1 526 571 524 33.3 474

Pal. Oncology Projects 51.3 59.7 518 528 554 550 49.2 585

Pal. Social Work Projects 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0 -
Pal. Hospice Projects 90.9 896 846 811 780 753 67.5 750 *
All Professional Projects 60.7 68.3 644 617 611 621 57.3 65.2
Training Projects - 71.4 625 545 688 70.0 58.3 60.9
Clinical Trials - - - - - - - - -
Quality of Pal. Care 29.0 358 398 423 446 441 477 496 %
Patient Participation in Decision ) ) ) ) ) ) ) ) )
making

Pal. Patient Satisfaction - - - - - - - - -
Pal. Coordination of Care - - - - - - - - -

Pal. Patient Care 371 485 456 541 56.2 587 53.2 52.0
Pal. Health Care Delivery 100 100 100 100 100 100 100 556 *
Pal. Effectiveness Research 100 909 86.7 655 605 65.2 65.7 645 *
All Research in Pal. Care Delivery 346 453 46.1 48.7 51.0 53.1 522 523 *
Total of these Concepts 52.8 56.7 544 544 547 579 55.2 57.2

*p < .05.
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Table 20.Hypothesis 6 - Clinical Journal of Oncology Nursing - Query Hs

1994 1995 1996 1997 1998 1999 2000 2001 2002 2003 2004 2005 X p Sig.

Palliative Care N/A N/A NA 0 0 2 0 2 4 5 3 4 1.448 0.148
End-Of-LifeCare N/A NANA O O O O O O 2 0 1 1.303 0.193

Symptom NANANA O 3 4 2 2 4 9 5 4 -0120 0904
Management

Combined NANANA O 3 4 3 2 5 9 5 4 -0293 0770
General

Pain NNANANA 2 2 2 7 8 7 9 6 10 0.075 0.940
Dyspnea NJANANA O 1 2 0 1 O 3 0 0 -1524 o0.128
Nausea NNANANA O 2 2 1 0 4 2 5 4 0699 0.485
Fatigue NNANANA O 3 2 0 1 4 3 2 3 -0487 0.626
Delirium NNANANA O 0O O O O O O O 1 1.379 0.168
All Physical NANANA 2 5 8 8 9 12 15 12 16 0.087 0.930
Symptoms

Depression NJANANA O O 1 O 0 O 3 1 1 0.881 0.378
Anxiety NNANANA O 0O 1 O O 2 1 2 2 1242 0214
Dementia N/A N/A NA O 0 0 0 0 0 0 0 - -
All Psychological  \/n nyA NJA O 0 2 0 0 2 3 2 2 0087 0.930
Symptoms

All Symptoms N/ANNANA 2 5 9 8 9 13 16 14 18 0.479 0.632
gggprehens"’e NA NA NJA 3 14 17 15 7 12 26 27 15 -2.008 0.045 *
ﬁ;’;?;de’E”tha' NNANANA O 0O O O 1 O 1 0 0 0.000 0.961
Functionality NJANANA O O O O 0 O 0O 0 o0 - -
Patient NANANA O 3 2 1 1 3 3 5 4 0244 0808
Communication

Patient AND

o ) NJANNANA O 0 0 2 0 O 3 1 5 2176 0.030 *
Decision making

Total N/A N/A N/A 14 29 44 68 71 92 131 91 86
*p < .05.
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Table 21.Hypothesis 6 — Clinical Journal of Oncology Nursing — Query Hits

Percentage

1994 1995 1996 1997 1998 1999 2000 2001 2002 2003 2004 2005 Sig.
Palliative Care N/A°- NJA NA 00 00 45 00 28 43 38 33 47
End-Of-Life Care N/A N/A NA 00 00 00 00 00 00 15 00 12
Symptom Management N/A N/A N/A 00 103 9.1 29 28 43 69 55 47
Combined General N/A N/A NA 00 103 91 44 28 54 6.9 55 47
Pain N/A N/A NA 143 69 45 103 11.3 76 6.9 6.6 11.6
Dyspnea N/A NA NA 00 34 45 00 14 00 23 00 00
Nausea N/A°- NJA NA 00 69 45 15 00 43 15 55 47
Fatigue N/A N/A NA 00 103 45 00 14 43 23 22 35
Delirium N/A N/A NA 00 00 00 00 00 00 00 00 12
All Physical Symptoms N/A N/A N/A 143 17.2 182 11.8 12.7 13.0 115 13.2 18.6
Depression N/A NA NA 00 00 23 00 00 00 23 11 1.2
Anxiety N/A N/A NA 00 00 23 00 00 22 08 22 23
Dementia N/A N/A NA 00 00 00 00 00 00 00 0.0 0.0
All Psychological NA NA NA 00 00 45 00 00 22 23 22 23
Symptoms
All Symptoms N/A N/A NA 143 17.2 205 11.8 12.7 14.1 12.2 15.4 20.9
Comprehensive Care N/A° N/A N/A 214 483 38.6 221 9.9 13.0 19.8 29.7 174 *
Suicide/Euthanasia N/A- NJA NA 00 00 00 00 14 00 08 00 O0.0
Functionality N/A N/A NA 00 00 00 00 00 00 00 0.0 0.0
Patient Communication N/A N/A N/A 00 103 45 15 14 33 23 55 4.7
Patient AND Decision /A \/A NJ/A 00 00 00 29 00 00 23 1.1 58 *
making
Total N/A  N/A N/A 100 100 100 100 100 100 100 100 100

*p <.05.
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Table 22.Hypothesis 6 - Journal of Clinical Oncology - Query Hits

1994 1995 1996 1997 1998 1999 2000 2001 2002 2003 2004 2005 X p Sig.
Palliative Care 3 6 8 3 3 6 11 15 27 13 18 23 2.418 0.016 *
End-Of-Life 0o 1 0 0 1 1 0 3 5 5 3 7 2741 0006 *
Care
Symptom 3 5 8 3 2 7 11 14 26 13 17 22 2401 0.016 *
Management
Combined 5 14 10 8 10 11 18 19 34 22 28 33 1.683 0.092
General
Pain 14 24 13 12 22 24 18 24 25 34 38 43 -0.417 0.677
Dyspnea 2 1 3 0 2 3 3 7 4 5 4 9 1.073 0.283
Nausea 31 35 30 41 33 49 46 36 38 37 30 40 -6.921 0.000 *
Fatigue 7 8 12 17 12 21 18 24 19 30 32 48 2178 0029 *
Delirium 0O 0 0 0 0 0 0O 0 2 0 0 2 1605 0.108
All Physical 47 52 45 57 60 82 69 71 73 82 78 118 -3.410 0001 *
Symptoms
Depression 3 3 1 3 6 3 8 2 9 12 13 20 2.791 0.005 *
Anxiety 2 0 3 2 4 4 6 6 7 13 13 15 3.024 0002 *
Dementia 0 O 0 0 0 0 0 0 0 0 0 - -
Psychological 3 3 3 3 7 6 10 8 12 18 18 26 3.502 0.000 *
Symptoms
All Symptoms 50 54 48 57 65 84 77 78 78 96 93 135 -2.321 0.020 *
Comprehensive 4, 3 1 5 4 2 g9 8 13 11 18 4045 0000 *
Care
suicide/Butha- 5 3 g 4 3 4 1 2 3 3 5 4 -0.244 0807
Nasia
Functionality o 0 o O o o o 1 2 1 1 0 1.086 0.277
Patient 2 4 4 0 9 6 12 11 10 12 10 20 1.847 0.065
Communication
Patient AND
Decision 0 6 0 3 4 13 3 15 15 16 18 27 4.090 0.000 *
making
Total 419 438 448 483 581 549 602 653 744 889 827 1461

*p > .05.
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Table 23.Hypothesis 6 - Journal of Clinical Oncology - Query Hits Peragage

1994 1995 1996 1997 1998 1999 2000 2001 2002 2003 2004 2005 Si

g.

Palliative Care 07 14 18 06 05 11 18 23 36 15 22 16 *

End-Of-Life Care 00 02 00 00 02 02 00 05 07 06 04 05 *

Symptom 07 11 18 06 03 13 18 21 35 15 21 15 *
Management

Combined 12 32 22 17 17 20 30 29 46 25 34 23
General

Pain 33 55 29 25 38 44 30 37 34 38 46 29
Dyspnea 05 02 07 00 03 05 05 11 05 06 05 06
Nausea 74 80 67 85 57 89 76 55 51 42 36 27 *
Fatigue 1.7 18 27 35 21 38 30 37 26 34 39 33 *
Delirium 00 00 00 00 00 00 00 00 03 00 00 0.1
All Physical 112 11.9 100 11.8 10.3 149 115 109 98 92 94 81 *
Symptoms

Depression 07 07 02 06 10 05 13 03 12 13 16 14 *
Anxiety 05 00 07 04 07 07 10 09 09 15 16 1.0 *
Dementia 00 00 00 00 00 00 00 00 00 00 00 00
Allpsychological 57 67 07 06 12 11 17 12 16 20 22 18 *
Symptoms

All Symptoms 11.9 123 107 11.8 11.2 153 12.8 11.9 105 10.8 11.2 92 *
gggprehens"’e 00 02 07 02 03 07 03 14 11 15 13 1.2 *
gg'c'de’E”tha”a' 05 02 00 08 05 07 02 03 04 03 06 03
Functionality 00 00 00 00 00 00 00 02 03 01 01 00
Patient

. 05 09 09 00 15 11 20 17 13 13 12 14
Communication

Patient AND

o . 00 14 00 06 07 24 05 23 20 18 22 18 *
Decision making

Total 100 100 100 100 100 100 100 100 100 100 100 100

*p < .05.
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