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Section 1
Introduction

Nathan Stinson, PhD, MD, MPH
Deputy Assistant Secretary for Minority Health
Office of Minority Health
U.S. Department of Health and Human Services

Disturbing gtatigtics on hedlth profiles of racid and ethnic minority groups have begun to convergein the
world's most advanced industrialized Nations. Two NationsCthe United States (US) and the United
Kingdom (UK)Chave taken an important step by agreeing to collaborate in developing an
undergtanding of the amilaritiesin disease conditions most prevadent in their minority sub- populations.

As representatives of those national governments, hedth systems, and research communities, we have
begun to ask why differences exist and what we can do to diminate racia and ethnic hedlth disparities.
For example, we want explanations for the following figures' on one of the best indicators of population
hedth qualityCinfant and perinatd mortdity:

C In the UK, the perinata mortdity ratesof C In the US; the infant mortdity rate among
Pakistani-born women are nearly twice African Americansis dmost
the nationd average. 2-1/2 timesthe rate for white infants.

We want to understand reasons for the following differences in cardiovascular hedth:

C In the UK, the degth rate for strokefor ~ C In the US, therate for coronary heart
individuals under 65 from the Caribbean disease among African Americansis 40
isamog twice the average for individuds percent higher than whites.
from England and Wales.

We need to explore al factors thet lie behind the following facts about reproductive hedlth:

C In the UK, cervicd screeningCwdl C In the US, prostate cancerCwhich is
known as a cost-effective measure to often quite treatable if caught through
reduce deaths of women from cervica routine screeningCis twice as high for
cancerCislessthan hdf the rate among African American men as white men.

Bangladeshi women, compared to the

! The figures referenced here are from the first report of the Collaborative Initiative, "Health Gain for Black
and Minority Ethnic Communities' (see Appendix B).



generd population.

Smilarities between these two countries and differences between their generd populations and
minority groups lie a the foundation of important program and policy questions. Leadersin these
countriesCeach with an enviable hedth care sysem when compared to many other systems around the
globeCare troubled by these setistics. They cause usto seek out explanations that ultimately will
provide the foundation for new policies and programs.

This report summarizes accomplishments of the second meeting of the USUK Collaborative Initictive
on Racia and Ethnic Hedlth, held in September 1998, in Washington, DC. The 1998 mesting followed
the 1997 signing of a tatement of intent by the Minister of Public Hedlth of the United Kingdom, The
Right Honorable Frank Dobson, and US Deputy Secretary of Health and Human Services, The
Honorable Kevin Thurm, reaffirming their countries active support for minority health and pledging their
commitment to collaborate in sharing public hedth information. They agreed to establish ajoint agenda
that tackles chalenges both countries face in meeting the hedlth needs of their ethnic minority population
groups (see Appendix A for the Text of the Joint Statement).

Discussons that took place in 1998 went far in fulfilling the sense of the 1997 Joint Statement by
providing aforum for sharing information on research, access to quaity hedlth services, inequditiesin
hedlth, and codition building. The 1998 meeting was guided by afull agenda of activitiesinvolving two
principad Work Groups. Those work groups developed strategies for increasing (1) culturaly sengitive
access to hedth services, and (2) consumer-grass roots voices in voluntary sectors of the US and UK.
During that time, a Steering Committee met to identify strategies for developing resources to sugtain the
Initistive's activities. UK participants in the second meeting of the Collaborative Initiative took time to
make important site vists to the Office of Minority Hedlth's Resource Center in Silver Spring, Maryland,
Mary's Hedlth Center, Washington, DC, and the Nationd Minority AIDS Council, Washington, DC.
These activities provided an opportunity to share experiences in meeting the health needs of minority
population groups and went far in developing links between US and UK hedlth professonds, managers,
and researchers who have common interests in addressing ethnic and minority hedth needs.

We hope these discussions will help to build a stronger foundation for joint activities between our two
countries, as they come to grips with chalenges posed by racid and ethnic hedlth disparities. Aswe
enter the 21t century and look forward to developing new and better ways to deliver hedth care to dll
people, we must look back in order to discover reasons for successes and failures. The lessonswe
draw from our experience will enable usto move forward, confront the barriers to access for racia and
ethnic minority groups, and understand better how we can implement sound Sirategies to remedy racia
and ethnic hedth disparities that characterize our two countries. In a sense, one reason for our joint
meseting was to identify useful action models that have served groups well so we can gpply them to
problems we face today and tomorrow. In thisinstance, we learn about history so that we can repeat
it.



However, we want to identify new models that have not yet been defined well or implemented fully, so
that we can explore uncharted territory. We do not believe that al program modes and components
that could help to ddliver effective hedlth care to minority groups have been tried. We warnt to identify
them, encourage their demonstration, and derive useful lessons from these approaches.

Addressing racia and ethnic disparities in selected hedth areasis one of s priority public hedth areas
identified by the US Surgeon Generd, and is the focus of the Presdent's Initiative to Eliminate Racid

and Ethnic Disparitiesin Hedth. We see our participation in the second meseting of the US'UK
Collaborative Initiative on Racid and Ethnic Hedlth as a congructive expresson of US palicy to
understand and thereby to help diminate differences that exist in the hedth profiles of minority
Americans and the remainder of the US population. Our experiencesin public hedth have shown us
that so-called "top-down" gpproaches rarely work as well as grass roots movements. However, in this
instance, we gppreciate the leadership shown by Presdent Clinton and we will work to fulfill our agenda
of cooperdive activities with the UK knowing that our work is consstent with the Presidentid Inititive.

In the United States, it remains a troubling fact that many people who have aMedicaid card do not
receive sarvices. While Medicareis designed to provide universal hedth care for ederly, there are
racial gapsin coverage for most commonly used procedures. In spite of the Veterans Adminigration's
intention to provide hedth benefits equitably to al races and groups, there are wide differencesin
treatment. Native Americans are often excluded by distance aswell as by culture and may not receive
much needed hedth care a dl. Theseinequities are pardlded by experiencesin the UK and other
indugtridized nations.

We believe that it isimportant to see the work of the USUK Collaborative Initiative on Racid and
Ethnic Hedlth as an example of an unavoidable, but nevertheless striking new trendCthe
internationalization of public health. No longer do we live in aworld where heath and hedth care
are completdly isolated by geopoaliticad boundaries. The AIDS epidemic has taught us that boundaries
mean nothing to some public hedth problems. Aswith AIDS, factors that contribute to heightened rates
of infant mortality for minority groups seem to know no boundaries. Stress, poor nutrition, domestic
violence, substance abuse, and late prenata care are culpritsin the distressing disparities in maternd and
infant hedth for minoritiesin most indudtridized nations. We need to share what we know about solving
those problems so that our citizens will start out on alevel playing fidd, with alife expectancy the same
for dl.

We acknowledge that our systems of hedlth carein the US and UK are different. However, they are
comparable. We bedieve that by comparing smilarities and differences, useful lessons will emerge that
can be shared with other professionals in our respective countries. In many ways, experiences of our
two hedth care sysemsin treeting racid and ethnic minorities are more amilar than different, in part
because of externd factors. Migration, war, famine, and political oppression have created sgnificant,
new minority groupsin dl of the world's wedthier countries. All industridized nations are confronting
problems similar to the ones discussed in this report.



The internationdization of hedth careissuesis certain to continue into the 21t century and beyond.
Two priority hedth areas identified by the Surgeon Generd are pointedly internationd in nature,
including the hedlth consequences of terrorism and safety of the blood supply. These global hedlth
concerns affect Americans. We believe that the issue of racid and ethnic digparitiesin hedthisan
internationa issue. It is aso one that the US Office of Minority Hedlth can address effectively in bi-
nationa and multinationa forums like the collaborative work group meeting documented in this report.
We anticipate that sharing of information across borders will help both countries devise important new
drategies for closng gaps in hedth status and access to quality care between racid and ethnic groups
and the remainder of the populace. Our two nationa health care systems differ, but in spite of these
differences, many of the same disparitiesin hedlth still occur. We want to know why. We want to
understand processes behind the hedlth gatistics. We want to know what we can do to engender
equity in the hedth care sysems of dl nations. We want to be able to fulfill everyonesright to being
heard and being understood in hedlth care settings through culturaly gppropriate hedth care ddlivery.

So, we must join together now and in the future to ensure the sharing of information and srategies on
addressing important public hedth problems. It ismy hope that after reading this report, you will come
away with a broader and more inclusive definition of hedth care. Our hedth care sysems must serve
everyone, including those whose language or culture may be different from the dominant group's. So
thisisthe chalenge | present to youCFind your role in heping to close the gapsin racid and ethnic
hedth. Help usto build a bridge between the present and the future, one in which al citizens have equa
accessto quality health care services.



Section 2
Executive Summary:
Recommendations from the Second US/UK Collaborative Meeting on Racial
and Ethnic Health in 1998

Participants in the second meseting of the USUK Collaborative Initiative on Racid and Ethnic Hedlth,
convened on September 23-25, 1998, in Washington, DC, to develop a set of recommendations as
part of their overdl task of establishing aframework for the US/UK collaborative process and
identifying joint future projects. These recommendations summarize a consensus reached by the
Steering Committee after reviewing recommendations from two Work Groups. Sections 5 and 6 of this
report describe in greater depth the discussons of the two Work Groups: thefirst, on developing
access to culturaly sengtive hedlth services, and the second, on developing grass roots voices of
minority communities and the voluntary sectors who can help them.

It isimportant to remember that, while generd consensus was reached on many important points, the
participants in the second meeting of the Collaborative Initiative from both the US and the UK were
fully aware that fulfilling these recommendations could teke very different strategiesin the two countries.
There are large and important differencesin the ways that sub- populations achieve their palitical gods
in the US and UK, including the improvement of hedlth care servicesfor racid and ethnic minorities.
Neverthdess, the Members agreed that amilaritiesin the hedth profiles of minority sub-populations
argue for cooperative, joint, and mutually advantageous actions that the Initiative can support. They
agreed that the god of encouraging agppropriate hedth care changesin the two Nationsis well served by
the following actions.

Recommendation 1

1 Participants in the second meseting of the Collaborative Initiative on Racid and Ethnic Hedth
recommend working within the genera policy making frameworks now established by the US
and UK, and in those instances where change is both necessary and desirable, using well
proven strategies to approach, convince, lobby, and gain alarger role in the existing policy-
formulation processesin the US and UK. Toward this end, the participants recommend:

1.A. Assding the hedth secretary and hedth minister of the two Nationsin promoting their
long-range agendas, especidly those agendaitems that target improved hedth indicators
for racid and ethnic minorities. In large measure the nationd agendas focus on setting
gods for the improvement of health indicators and do not conflict with the purpose of
the Initiative.

1.B. Sdecting priority projects that are consstent with the objectives dready identified in the
US's Healthy People 2000/2010 and the UK's Health of the Nation.



1.C. Devedoping the advocacy skills and communications capacities of groups representing
racid and ethnic minorities, so that they may enjoy a grester voice in nationa policy
making.

Recommendation 2

! Participants in the second meeting of the Collaborative Initiative on Racid and Ethnic Hedlth
recommend identifying, developing, and supporting a set of educationd Strategies to disseminate
the existing knowledge base on effective hedth care delivery and hedth care advocacy for
ethnic and racid minorities. Toward this end, the participants recommend:

2.A. Collecting and reditributing information on Best Practices related to hedth care
advocacy and to the delivery of culturdly sengtive hedth care for ethnic and racid
minorities. Best Practices would describe tested and workable strategies at the
national, community, family, and individua levels that contribute toward the improved
hedth of racid and ethnic minority sub-populations. Benchmarks to assess progress
would be included.

2.B. Devdoping acommunications infrastructure for disseminating knowledge by (1)
edtablishing arogter of groups and organizations, (2) compiling amailing list of
organizations and professonds (their mailing and e ectronic addresses, telephone, and
fax); (3) desgning and uploading aweb Ste to share information among participantsin
the meetings of the Collaborative Initiative, and others; and (4) supporting high-
technology communications events such as teleconferences and lectures via satellite.

2.C.  Augmenting the existing knowledge base by (1) supporting new, medica and hedth
services research projects, (2) the evauation and monitoring of existing programs and
research projects; and (3) research agendas that enable tomorrow's researchers to
answer important questions about the epidemiology and trestment of disease in minority
sub-populations.

2.D.  Supporting and encouraging specidized training programs for medica students,
practicing hedlth care professionals, and advocates so that they will know more about
(1) culturdly sersitive hedth care services, (2) the palicy, law, and regulations that
enable them; and (3) the advocacy srategies that encourage them.

Recommendation 3
1 Participants in the second meseting of the Collaborative Initiative on Racid and Ethnic Hedth
recommend devel oping resources for the support of the Initiative's framework and selected
projects. Resources are defined as monetary funds, personnel, labor, facilities, good will,
gpecidized information, and access to decison making. Toward this end, the participants
recommend:
3.A.  Seeking alimited amount of support from the genera budgets of health agencies and
ministries for adminigtrative support such as telephone calls, office supplies, postage,
teleconferencing, and word processing.



3.B.

3.C.

3.D.

Seeking funding through the respective legidative and other governmenta processesin
the US and UK, and seeking to influence nationa budgets so that they address the
hedlth digparities of racid and ethnic minorities.

Seeking to draw on the resources of a broad network of organizations through
partnerships, consortia, and other collaborative initiatives at the internationa, nationd,
and locd levels. Partnerships should idedlly include members of the private and
voluntary sectors, in addition to the public (governmental) sector.

Garnering resources in the form of good will, voluntary labor, and contributed service
by physicians and other hedlth care providers, with the purpose of encouraging the
delivery of culturaly sengtive hedth care services.



Section 3
Background on the First Collaborative Meeting in 1997

The recommendations forthcoming from the Second USUK Collaborative Meeting on Racid and
Ethnic Hedlth in 1998 had their originsin the first collaborative meeting in 1997. The history of that
meeting provides needed perspective on the sdection of topics for the Work Groups who met in 1998.

Panning that followed the 1997 meeting focused on two topics: culturdly sengtive hedth services and
developing the advocacy capacities of minority groups. Therefore, the recommendations from the
second mesting fal into those generd interest areas. There are other interest areas. They will form the
focus of future meetings of the USUK Caollaborative Meeting on Racid and Ethnic Hedlth asiit
continues its chalenging work into the new millennium.

It is worthwhile to see the ongoing activities of the Collaborative Initiative on Racid and Ethnic Hedth as
part of aloosely organized movement to internationdize public hedth policy and programs in response
to migration, war, and socioeconomic forces which increase the numbers of minoritiesliving in the
world's most advanced indudtridized nations. In apaper prepared for the 1997 mesting of the
Collaborative Initiative, Marcia Bayne Smith observed that "Over the course of the last twenty-five
years... migration worldwide has essentiadly been a movement of racia and ethnic minorities toward
developed Northern countries, including the U.S/U.K... it has been amovement largely of people of
color toward predominantly white societies thus creating de facto plura societies al over the world...
This new migration is remarkable not only because it is racialized but aso because in many instances,
within various ethnic immigrant groups, women have outnumbered men... The make-up of thismigration
isduein large measure to the Structure of capita worldwide..." (1997:24). (See Appendix B for the full
reference to this paper.)

Even more complex factors of discrimination and oppression then function to isolate the same minority
groups. These combined forces have increased the morbidity associated with so-called "diseases of
civilization" among minority citizens and heightened the mortdity rates associated with chronic and
infectious disease. Poverty and culturd difference often combine to form an essentialy deadly
combination for reasons that are now only partidly understood. Culture and poverty affect health within
each ethnic community, within every hedth care ddivery setting, and within the lives of individua people
whose wdll being is mediated by the hedlth care system's ability to dedl with difference.

Therefore, while the importance of the Collaborative Initiative on Racid and Ethnic Hedlth is great now,
it will be even more s0 in the future. The forces creating the challenges joined by the Collaborative
Initiative are not likely to lessen in the near future. They arelikely to increase. So, it isimportant to
document how the Initiative began in order to track itslong term progress.

Role of the First Meeting in Setting an Agenda for 1998
At the request of Veena Bahl, the ethnic hedlth advisor for the UK Department of Hedlth, the US Office
of Minority Heglth helped to organize a conference on "Hedlth Gain for Black and Minority Ethnic



Communities" which was held September 16-18, 1997, in London, England. The meeting was
designed to provide aforum for the discusson of minority health needsin the US and UK, to facilitate
the exchange of information on minority health needs, and to develop an agenda for long-term
collaboration. Approximately 150 people attended the conference. Workshops were held on the
following three topics.

C Ensuring access and qudity of services for minority groups,
C Developing primary care, and
C Involving minority consumersin the ddlivery of services.

All of these topics found their way into the discussions of participants in both the 1997 and 1998
mesetings. Quality of services was once again an important focus in 1998, as Members of the Work
Groups explored the role of minority resdents in monitoring their own hedlth care services and assessing
the servicesin light of cultura competence requirements. Primary care continued to be an important
focus in 1998 because the absence of primary care services often has the most devastating, long-term
impact on familiesin minority groups. "Basic hedth caré’'Can increasingly standard package of services
provided by aprimary care physician, physicians assstant, or nurse practitionerCand the right to it are
often mentioned in 1998, asin 1997. Findly, one of the two Work Groups that met in 1998 focused
intensaly on the involvement of minorities as consumers in making decison about their own hedth care
sarvices, and in developing a presence and a "voice' to be heard in important policy making venues.

Commissioned Papers and Presentations for the 1997 Meeting

The Office of Minority Hedth commissioned five papers that were presented at the 1997 meseting in
London, and revised later. These papers helped to Simulate discussion a the 1997 meeting and they
aso contributed to the development of the agenda for the 1998 meseting. The five papers, their authors
and effiliations, arelisted in the firgt section of Appendix B, Sdected References. They are aso cited
throughout this report.

Mode Inherent in the 1997 and 1998 Agendas

Participants a the 1997 conference identified the following five topics as priority areas for the future
work of the Collaborative Initiative on Racid and Ethnic Hedth:

Improving access to services

Improving research on minority hedlth

Empowering minority consumers

Improving data collection

Enhancing leedership and organization in minority hedth.

Once again, dl of these topics were mentioned and sometimes discussed a greet length by Members of
the two Work Groups at the 1998 meeting. Priority Area#1 in 1997, on "Improving accessto
sarvices' was narrowed to "Develop Culturdly Sengtive Accessto Hedth Services' for Work Group A
at the 1998 collaborative work group meseting. Priority Area#3 in 1997, on "Empowering minority
consumers' ultimately gave rise to the focus of Work Group B, which met on strategiesto "Develop
Consumer-Grass Roots Voice/Voluntary Sectors' at the 1998 collaborative work group meseting.

S NIRRT



The agenda that developed in 1997 and the agenda that was followed in 1998 clearly illudtrate that the
topics of greatest concern to the participants in the US'UK Collaborative Initiative form a consstent and
integrated whole. All of the priority areas have important connections to each other. Together, the
themes form an explanatory mode that is often very useful in policy discussonsCespecidly discussons
focusing on education, information sharing, and developing a more solid knowledge base on minority
hedlth. Growth of the knowledge base on minority health has clear connections to community
development, community empowerment, and organizationa development (important topics for both
Work Groupsin 1998) because increased knowledge enables minority advocates to make persuasive
arguments. "Knowledge' leadsto "power and influence,”" which in turn lead to "better hedth car€’ in this
model. Completing the circle, participants in both the 1997 and 1998 meetings addressed "M onitoring
and Evdudion” of sarvices by members of minority communities, themsalves, so that further knowledge
is generated, leading again to power, influence, and better hedlth care. A specia type of knowledgeis
developed when services are eva uated vis-a-vis established criteriafor culturally competent services,
Both Work Groupsin 1998 voiced an awareness of the importance of devel oping methodologies for
evauating culturdly competent services. It isan important theme for future exploration.

Synopsis of the First Report

The UK Department of Health published areport entitled "Hedth Gain for Black and Minority Ethnic
Communities," on the "Internationa Conference between the UK and the USA held 16/18 September
1997." This synopsisreviews some of the highlights of that report, which conssts primarily of addresses
by officids and experts to the participants a conference.

The report began with a"Welcome' by Secretary of State for Health, the Right Honorable Frank
Dobson, and a"Response”’ by Deputy Secretary, US Department of Health and Human Services, The
Honorable Kevin Thurm. Both officids summarized the centra problem that brought the two
Governments together. Secretary of State for Health Dobson (UK) found the common thread by noting
that "In both our countries many people from black and ethnic minority communities are amongst the
least hedlthy... we dl know that people who are ill more often, so die sooner. And that's the ultimate
inequdity - there's nothing more unequa than the difference between life and death” (Department of
Hedlth 1998: 5).

In his response, Deputy Secretary of Health and Human Services Thurm (US) emphasized that
disparitiesin hedth are "not smply aUS or aUK problem. They are an internationd problem”
(Department of Hedlth 1998: 9). He explained that in the Department of Hedlth and Human Services
there has been "A complete and totd change in the way in which we do busness”” He asked: "Arewe
cregting awork force blessed with divergity and sengtive to the needs of minority populations? Arewe
supporting programs that target minority communities, programs that are culturaly sendtive and
gppropriate and finaly, and perhaps most importantly, are we holding oursaves accountable for results
in measuring our successes by the only standard that matters, the hedlth and well-being of every
American?... | bieve we are’ (Department of Health 1998: 10). He went on to discuss programsin a

10



number of different agencies within the Department of Hedth and Human Services, consstent with the
gods of the US/UK Collaborative Initiative.

Tessa Jowel MP, Miniger for Public Hedth (UK), emphasized the diversity within racia and ethnic
groups. She noted that "Not al minority and ethnic communities suffer the same patterns of hedth need.
Our minority communities are not homogenous groups. Each group hasits own distinct epidemiology
and demography" (Department of Health 1998: 12). She reviewed important statistics on coronary
heart disease, stroke, perinata mortality, sickle cdll disease, and cervical screening which illudtrate the
disparitiesin hedth profiles of racid and ethnic groupsin comparison to nationd populations in England
and Wdes. Her examples focused on African groups from the Caribbean, on migrants from Pakistan,
Bangladesh, India, and Somdia

After remarks by top officids at the meeting, there were presentations on "Developments in Ethnic
Hedth Policy." VeenaBahl, Adviser on Ethnic Minority Health provided "A UK View" and Dr. Clay
Simpson, now former Deputy Assistant Secretary for Minority Hedlth, presented "A US View."
Together, their remarks illustrate some of the smilarities and differences in the two governments
structures, policies, histories, and chdlenges. Both speakers discussed the frameworks and godl's of
their governments policies on racid and ethnic hedth. Both speskers provided detailed examples of the
efforts made by ther respective agencies to improve access to hedlth care, to hire more representative
workforces, to disseminate information on minority health research, and to forge relationships both
within government and with outsde experts and organizations.

The next two presentations focused on "Ethnicity and Hedlth - Opportunities for Hedth Gain."
Professor R. Baargan reviewed the status of minority hedth and opportunities for improvement in the
UK. Dr. Reed Tuckson reviewed the same for US minority populations. Their presentations provided
additiona gatigticsto illudrate the disparitiesin racia and ethnic hedth and hedlth care. The two
speakers presented conceptud frameworks for understianding the origins of the differencesin hedth
status, and tackled some thorny research questions. They posed questions about the roles of
community-based factors such as language, religion, and vaues, and services-based factors such as
quality of care and cultural competence. Their presentations showed that "opportunities for health gain”
come a many different levels and dong many different avenues.

The remainder of the report focused on activities that took place on the second day of the conference:

A Wecome by Dr. Jo Ivey Boufford was followed by summaries of the following workshops, in which

presenters from the US and the UK provided perspectives on their respective Nations:

1. Deveoping ethnic hedth Strategies and setting targets

2 Assessng ethnic hedlth needs

3. Assuring access and the qudity of servicesfor black and minority ethnic groups

4, Developing primary care

5 Egtablishing hedlthy dliances and codition building with private sector and voluntary ('not for
profit") organizations

11



6. Involving black and minority ethnic usersin delivery of services and empowering communities

7. Managing for hedth gain for black and minority ethnic communities - a generd management
view

For each of the workshops, presenters were listed and key themes were listed that emerged during

discusson.

Concluding remarks were presented by Chief Medica Officer, Sr Kenneth Cdman, who focused in
part on the issue of leadership. He emphasized its importance in efforts to reduce the disparities of
hedlth status among racid and ethnic groups in the US and UK. Although leadership was mentioned by
both Work Groups a the 1998 mesting, it remains an important topic for future, in-depth focus.

The work accomplished at the 1997 meeting went far in helping to define the purpose, objectives,
agenda, and roles of Work Groups and Steering Committee that met at the 1998 meeting. Follow-up
planning by a US/UK delegation focused on two topics: accessto hedth care by racid and ethnic
minority groups, and asssting groups in developing a grass roots voice and voluntary efforts in both the
USand UK.

12
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Section 4
Objectives, Agenda, and Steering Committee for the
Second Meeting of the Collaborative Initiative
Objectives
The purpose of the second meeting of the US'UK Collaborative Initiative on Racid and Ethnic Hedlth
was to identify aframework for a cooperative process and to identify future joint projects. Toward that
end, the representatives at the meeting were assigned to two Work Groups. Work Group A on
"Deveoping Culturdly Sendtive Accessto Hedth Services' and Work Group B, which met on
drategiesto "Develop Consumer-Grass Roots Voice/Voluntary Sectors™ A third, separate unit was
the Steering Committee, whose role was to provide oversight and advice, and to make
recommendations on resources (See dso, Executive Summary and Section 7).

Three different "Objectives Worksheets' were given to the Members of the two Work Groups and the

Steering Committee. The Worksheets focused participants on the following generd topics.

C the purpose and objectives of the collaborative work group mesting

C identifying priority joint projects for the US and UK

C identifying resource support for priority projects (from government, academic and community
organizations, and colleagues and organizations in exigting partnerships)

C additiona, potentia roles

C roles of individud Membersin following up on projects identified at the 1998 collaborative
work group mesting

C schedule, interim activities

Agenda

The Members of the Work Groups met for dmost two days of intensive discussions, followed by avist
to the Office of Minority Health's Resource Center and a day of Ste vidtsto locd community hedth
organizations in the Washington, DC area. See Appendix C for the Agenda.

Steering Committee

The role of the Steering Committee was to provide oversght and advice. The Committeg's function
was to facilitate relationships between the Collaborative Initiative and the government hierarchiesin the
USand UK, and to assst in helping to find resources and develop partnerships. Members of the
Steering Committee were assigned to one of the two main Work Groups, and sa in on their
discussions.

The Members of the Steering Committee also met amongst themsalves to discuss ways to fulfill their

role. Thefollowing list summarizes a consensus on their potentia activities for the futures

C overseeing the Work Groups and disseminating their work through government and community
channds,

C supporting the incorporation of the Collaborative Initiative's work into policy making and
program implementations,
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C sharing the activities and reports of the Collaborative Initiative with other government
departments and agencies that are not concerned with hedlth care per se; and

C meeting in person and via teeconference to discuss the Collaborative Initiatives work and work
products.

Sections 5 and 6 follow in the next pages. They provide an in-depth description of the ideas explored in
the two Work Groups. Some of these ideas eventudly made their way into recommendations
presented to the Steering Committee. Others did not, athough they remain potentia agendaitems for
future meetings of the Collaborative Initiative.

The Steering Committee worked carefully with dl of the recommendations of the two Work Groups.
They selected some, refined others, and put yet others aside. Because the Steering Committee also had
afact-finding role in terms of resource development, Section 7 is devoted to that aspect of their work.

It also incorporates some of the findings and opinions on resources as they developed in the discussons
of the two Work Groups.
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Section 5
I ssues and Opportunities for Developing Culturally Sensitive Accessto Health
Servicesin the USand UK: Findingsof Work Group A

The second meeting of the US'UK Coallaborative Initiative on Racia and Ethnic Hedlth, held September
23-25, 1998, involved the separate meeting of two Work Groups composed of Members from both
the United States and the United Kingdom. The Members of both groups came from various offices
and agencies of their respective governments. Full rosters of the Work Groups arein Appendix D.

In their own separate ways, the two Work Groups met to address the centra purpose of the
meetingCto establish aframework for the USUK collaborative process and to identify joint projects.
The Work Groups discussed essentid but different aspects of hedth care for racid and ethnic sub-
populations in the US and UK. The findings of the Work Group on Developing Culturadly Sengtive
Access to Hedth Care are reported here in Section 5. The findings of the Work Group on Developing
Consumer and Grass Roots Voices and the Voluntary Sector, are reported in Section 6 of this report.
The findings on the resources devel opment by the Steering Committee, which had both fact-finding and
oversght respongihilities, are reported in Section 7. The Sections on findings congtitute the preiminary
work of the Members of the two Work Groups that met during the second meeting of the Collaborative
Initiative on Racia and Ethnic Hedlth, September 23-24. The refinement of their work by the Steering
Committee represents alater stage in the work of the Initiative.

The sections on the findings of the Work Groups have three basic components. First, each section
describes a Framework that was developed by the group. The frameworks are composed of
definitions, sets of vaues or principles, and/or amodd that functions to support the vaues or principles.
The Work Groups were careful to discuss and then define the words and terms thet characterized their
respective interest areas. The groups used somewhat different terminologies to describe the essentia
features of the frameworks that they recommended to the Steering Committee. The sameterms are
used in the Findings sections wherever possible, and pardles are drawn. The discussion of
Frameworks goes far in fulfilling the first part of the purpose of the Initiative's meetingC to establish a
framework for the US/UK collaborative process.

Second, the sections on findings address themain | ssues identified by the Work Groups. 1ssues consst
of questions, problems, and needs for which there are at least two (and often more) proposed solutions
inthe public arena. The essence of an issue is disagreement or difference. Otherwise, there would be
no conflict between established hedth care practices and the culturaly sengtive health care practices
supported by the Initigtive. There would be no difference between existing health profiles and the
improved hedlth profiles of racid and ethnic minorities targeted by the Collaborative Initiative. Without
issues, there would be no need to develop grass roots voices. The Issues lay the foundation for
identifying Opportunities for the Initigtive.
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Third, the sections on findings describe Opportunities. They represent potentid priority projects and
selected drategies that were discussed in each Work Group. The identification and development of
these project ideas goes far in fulfilling the second generd purpose of the meeting of the US'UK
Collaborative Initiative in 1998Cto identify future joint projects. However, it isimportant to note the
discussion of potentid projects by the Work Groups was not the same as selection of a priority project
by the Steering Committee. The Work Groups addressed awide variety of action projects, only some
of which were targeted by the Steering Committee. The sections on Opportunities illugtrate the range of
thinking in the Work Groups and the potentid range of influence and action of the Collaborative
Initiative in the future, asit seeks to encourage changes in the hedlth care of racid and ethnic minorities
inthe US and UK, o that hedth profilesimprove.

Framework: Developing Culturally Sensitive Accessto Health Services

Defining " Access." The Work Group on Developing Culturaly Sengtive Accessto Health Services
began by defining "access' to hedth care, and what it meansin the US and UK. The UK hasa
universd, nationa program designed to serve dl who need it, the Nationa Hedlth Service (NHS). The
US has no universa program, but it does have the Medicaid program for the poor and the Medicare
program for the elderly. Members from both the US and the UK agreed that al of these nationa level
programs have drawbacks that prevent many digible individuas from using them, especidly racid and
ethnic minorities. The Members agreed that "access' meant more than Ssmply "getting to the door." It
means awillingness to seek hedth services and a certain comfort level when receiving them. The
Members from the UK pointed out that some people come to the NHS, but then do not return because
they are not comfortable. A Member from Scotland noted, "Y ou may not see the next member of
family, if the firs member's needs were not met." The Members from the US pointed out that many
people who have aMedicaid card till do not receive services. And, although Medicare is designed to
provide universal hedth care for ederly, there are raciad gapsin coverage for the 16 most commonly
used procedures. Veterans health benefits, in spite of supposed equitable coverage, show dramatic
racia differencesin trestment received. Native Americans often haveto travel great distancesto
receive any hedth care at dl. After adiscussion of the deficiencies in the sysemsin both the US and
UK, the Members of the Work Group agreed that "people should get care closeto homeina
comfortable environment without concern about how to pay." That is the true meaning of "access.”

To the extent that insurance helps individuas obtain hedth care in an acceptable manner, it isrelated to
access. All Members agreed that "access' meant more than smply having insurance. The concept of
"access' incorporates important aspects of the quantity and quality of services. Accessto hedth care
servicesfor racid and ethnic minorities can become especidly problematica when it involves specidized
services, because the control of referrals to expengve specidists represents a mgor, cost-saving
drategy for hedth care providers. In many cases, racid and ethnic minorities know less about how "to
navigate the sysem,” including dl of theinforma behaviors and words that encourage and enable
sarvice providers to refer them to needed specidists. Where hedlth care providers are not trained to
lisen very carefully, language and culturd barriers can prevent the communication of needs and
preferences, which, in turn, makes the meeting of treatment thresholds difficult and referra to specidists
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lesslikely. Members from both the US and the UK pointed to the difficulties that raciad and ethnic
minorities have in interacting with "gatekeepers' a hedth care facilities. They are lesslikdly to receive
appropriate initia care, needed tests, or follow-up because of the lack of culturd or racid sengtivity of
all types of gatekeepers.

Establishing Principles. The Framework developed by Members of the Work Group included a set

of two important principles that guide any and dl efforts to ensure culturaly sengtive access to hedth

care services. Succinctly stated, these principles are:

1 Searvice provison in any community must be able to meet the culturd, religious, socid, linguistic,
and hedth requirements of the community.

2. Staff training and development should include dl aff (from physicians to adminigrative saff).
Staff mugt be informed of the requirements of the ethnic community being served; and when
physicians accept an assgnment, they must become familiar with the community's history.

Issues: Developing Culturally Sensitive Accessto Health Services

The Members of the Work Group addressed three issues on which there are widely varying points of
view inthe US and UK: (1) training the hedlth care workforcein cultura competence; (2) incorporating
traditiond medicineinto hedth care protocols, and (3) monitoring, evauating, and linking cultura
competence to outcomes. These issues form the substance of hested debate in today's government
offices, medica school senates, and among hedlth care services research professonds. In spite of the
fact that on the surface they appear to be very rational and beneficent concepts, their implementation
costs money, changes ingrained notions, and reorganizes slandard protocols. Many people are not yet
convinced that government and higher education should spend the money and make the effort to
accommodate racid and ethnic minorities in such inditutiondized waysCeven though they acknowledge
that minority hedlth profiles indicate unmet challenges. Needlessto say, the Members of the Work
Group strongly supported these and other efforts to achieve culturaly sengtive access to hedlth care.

Issue: Training the Health Care Workforce. Members of the Work Group discussed the issues of
training and retraining the hedlth care workforce in the US and UK, so that practitioners will be more
sengtive to cultura differences during the ddlivery of hedth care services. As part of the same generd
issue, Members discussed the need to train sufficient numbers of minority physicians and to provide
incentives for them to practice in communities where large numbers of racia and ethnic minorities reside.

Minority physcians provide an important link to specidists who may be accessed outside the
community. They serve as leaders to advocate for heath care reform in the community (atopic
addressed extensively by the Work Group on Developing Grass Roots V oices).

The Members discussed a number of different programs that are needed to train and retrain professona
hedlth care workersin cultura sengtivity or "culturd competence.” Programsinclude specid courses on
culture and gender sengtivity in medica schools and specid short courses for practicing physcians.
Banes, in his 1997 presentation at the first meeting of the Collaborative Initiative, emphasized that
physiciansin the US and UK will be called upon to treat people with an increasingly large variety of
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cultures, and that even within the generd categories, for example, of Agans and Hispanics, thereiswide
variation from subgroup to subgroup. Therefore, thereis aneed to train physiciansin the genera set of
skills and attitudes that come under the rubric of "culturd competence" and that facilitate the treatment of
al types of racid and ethnic minorities. In this same vein, Hayes-Bautista, in his presentation at the
same 1997 mesting, noted that there is "no single 'minority’ norm™ and never has been. He emphasized
that as our knowledge of populationbased medicine increases, we will see that different racia and
ethnic minority groups and sub-groups are characterized by different health profilesCdifferent chronic
and infectious diseases, different infant mortdity and crude degth rates, and different rates of hospital
utilizetion. Thereisno sSngle hedth profile for the variety of minority groups that physicianswill be
required to interact with effectively, athough there will be important knowledge that arises from the
collection of accurate hedth data on racial and ethnic population groups. (See Appendix B for the full
references to these papers.)

Severa Members reminded the Work Group that race and ethnicity are only one component of culture;
others include geography and socioeconomic status. Therefore, programs to encourage and facilitate
appropriate heath care of minority individuas in remote, rurd areas are dso badly needed. Cultura
sengitivity is often needed among those groups because poverty and isolation tend to foster the use of
traditional remedies and the nonuse of effective modern services.

In spite of universa hedlth care in the UK, racid and ethnic minorities withdraw from the hedlth system
because of itslack of cultura sengtivity. Aress of poverty have lower hedth coverage. It isdifficult to
recruit trained professonals and ensure qudity service in those areas. The primary care service that
minorities are most likely to useisthe least-audited service in the UK. Thereisalack of femae
doctors, convenient transportation, and range of office hours. Hedlth care providers dl to often show a
lack of culturd sengtivity and awareness, and fail to adapt. In her 1997 presentation, Marcia Bayne
Smith reviews the hitories of the development of primary care in the US and UK, and emphasizes that
both countries are aware of itsimportance: "Currently, both nations are now fully aware that further
development and implementation of primary care is contingent on... addressing the racia and ethnic
hedlth digparities each of them face, and if they are to do so they must address the specific hedth needs
of their various racid/ethnic populaions.” According to Smith, one of the most important themesin the
development of primary care is community involvement: "It gppears thet there is consderable
convergence in both the U.S. and the U.K. in terms of not only the components of primary care but also
with regard to the development of systems that invite and encourage community participation...”
However, she cautions that this theme can be problematic: "Community participation mean different
things to different people. It can range from asmple, less powerful patient advisory board to amore
powerful, consumer mgority, governing board..." (See Appendix B for the full reference to Smith's

paper.)
The development of primary care that targets racid and ethnic minorities will require that hedth care

providers be trained in techniques for communicating with awide variety of groups. Cultura
competence’ is ateachable strategy that ameliorates cross-culturd misunderdanding. It hasthree
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components, "purpose, atitude, and skills," according to Chen, in arecent issue of Closing the Gap,
published by the US Office of Minority Hedlth. He writes, "The purpose of cultural competenceisto
achieve improved hedlth outcomes. Attitude is awillingness to adapt onesdlf to others needs. And
skills are those competencies or behaviors that exemplify correctness of technique in interactions
between the professiond and the patient” (1998:6).

Members of the Work Group added that language and manner of acting (bearing) are also important.
They emphasized sengtivity to religious and dietary habits of specific groups and suggested having
prayer facilities, gppropriate diets, and convenient vigting timesin hospitals, as needed by members of
gpecific racid and ethnic minorities. The Members aso spoke about building a sense of trust and
providing information to patients before attempting burdensome and adminigtrative tasks like
determining digibility and enrolling patients for services.

Issue: Incorporating Traditional Medicine. The Work Group Members agreed that gaining
access to appropriate hedlth care services often involves cross-culturd misunderdanding. To remedy
this, severd Members mentioned the possibility of incorporating traditiona or non-Western medicine
into normal hedlth care practice in the US and UK. To some extent, this has dready been
accomplished in asmal number of health care facilities. For example, some hospita obstetrica units
accommodate a"'squatting” position for child birth if the woman isfrom a distant land and is accustomed
to this pogition for giving birth. Other hospitals that serve large numbers of Native Americans have
"hedling rooms."” However, there are no generaly acceptable guiddines or protocols for the large-scae
introduction of traditional medicine into Western hedlth care for the purpose of improving access for
racid and ethnic minorities. Medicd schools are dow to educate their students in dternative
gpproaches for minority groups, and physiciansin the US and UK are usudly not trained to value
combination approaches. The Members of the Work Group concluded that al patients should be
treated with dignity, respect, privacy, and compassion, and that "Everyone has aright to understand and
be understood.” Developing culturdly sengtive access to hedlth care was seen as part of those basic
rights.

Issue: Monitoring, Evaluating, and Linking Cultural Competence to Outcomes. Developing
culturaly sengtive access to hedlth care requires monitoring and evaluation in order to demonstrate that
culturally competent hedlth care fosters improved outcomes among racid and ethnic minorities. Without
the data to prove that culturdly senstive serviceswork better, proof of the efficacy of culturdly
competent services remains anecdotd. Of primary importance is the collection of dataon theracia and
ethnic identity of patients. Surprisngly, thisinformation is not captured regularly and well.

The Members of the Work Group emphasized the importance of data collection in hedth care facilities
serving large numbers of racid and ethnic minorities, and of encouraging physicians and managers at
these facilities to support data collection and andlys's so that access to health care can be evauated.
The Members emphasized that local communities should be involved in evauating the adequacy and
gopropriateness of dl hedth care services. They must be brought into the planning process.
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Managed care is one areain which the US Office of Minority Hedlth (OMH) is examining hedth care to
determineif culturdly appropriate services are being delivered. OMH istrying to determine the
importance of culturd and linguistic competence in quaity assurance, and the linkage between cultura
competence, qudity assurance, and patient outcomes. Some issues for concern are dready apparent.
For example, Marcia Bayne Smith, in her presentation at the 1997 meeting of the Collaborative
Initiative, noted that "a criticd issue is that managed careis only available to those who are insured...
racid and ethnic minorities... are disproportionately found amongst the poor and the unemployed or in
low income jobs, which means they tend in grester numbers to be uninsured, underinsured, and in worse
hedlth than the maindream populaion.”

Later in her presentation, Smith acknowledges the complexities introduced by the interplay between
cost and qudity of carein the US and UK, by noting that "Both nations are adapting different versons
of managed care market forcesin order to hold hedlth care costs down." One way in which some
States in the US are attempting to control costs and improve access is through Medicaid managed care
programs. Trevino, in his 1997 presentation cautions that "Whileit is clear that Medicaid, the nation's
magor public program designed to increase access to hedth care for poor personsisincreasingly moving
toward managed care, it isless clear how ethnic/racia minorities who comprise amaor segment of the
recipients of this program will be impacted by thistrend." (See Appendix B for full referencesto these
presentations.)

Opportunities. Developing Culturally Sensitive Accessto Health Services

This section describes four broad opportunities for future collaboration between the US and UK:

(1) discovering Best Practices, (2) assessing minority programs according to broad standards (vis-a-vis
standard health care package definitions), (3) addressing barriers to access at every level, and (4)
changing nationa health care cultures. If pursued, these opportunities would congtitute a comprehengve
and worthwhile set of future joint projects for the Collaborative Initiative on Racid and Ethnic Hedlth.

Opportunity: Discovering Best Practices. Members of the Work Group were in unanimous
agreement that the concepts of "L essons Learned and Best Practices’ cover awide range of initiatives
a dl levds and in many sectors of society (government, health care, education, community organization,
voluntary and charitable sectors, and rdligion). The most important question to ask when identifying a
Lesson Learned or aBest Practice is about its outcome Does the Initiative encourage culturdly
sengtive hedth care services and thereby improve hedth outcomes for racid and ethnic minorities? The
"Best Practice” might be aloca consortium, a course curriculum, alobbying technique, a strategy for
forging consensus in multi-ethnic communities, or the establishment of an entire agency in nationa
governmert.

Essentid to the discovery of Lessons Learned and Best Practices isinformation sharing. Toward this
end, the US Office of Minority Hedlth publishes Closing the Gap and maintains an information network
among 10 regiond health coordinators and 29 State Offices of Minority Hedth. The Department of
Hedlth and Human Services has a steering committee for Presdentia Initiatives, with contactsin
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operationa and staff divisons. OMH maintains a Resource Center with atoll-free number. Through
these linkages, Lessons Learned and Best Practices can be disseminated efficiently. OMH can provide
local government offices with information quickly, so that communities can be reached the same day.
There are alarge number of minority State legidators and OMH is encouraging them to use its Resource
Center and become linked to its network of resources.

The UK maintains alearning network throughout its eight hedth regions. The network has supported a
range of efforts, including programs to encourage loca ownership, learning exercises to communicate
accomplishments, and provison of a naiond learning stCadl of which help to prevent the re-invention
of srategies dready developed. The network provides examples that can be tailored to the specific
needs of communities. For the last three years, the UK has delegated responsibility so that employers
are able to specify how staff are trained. Scotland's volunteering initiative is designed to support the
Nationd Hedth Service. It now invites ethnic minority women to discuss hedth issues and share
information more broadly and to serve as important links to their communities.

The concept of a Best Practice has the connotation of "amodd™ or "agood exampl€® at even the
highest levels of organization. For example, the Members of the Work Group discussed the
background, impact, and role of the US Centers of Excellence asaBest Practice. The Centers of
Excdlence program is supported by the Office of Minority Hedlth. 1t was designed to encourage the
recruitment and retention of minority sudentsin hedlth professons. Thistype of Best Practice provides
information, opportunity, and outreach. Other Members of the Work Group pointed to the "Opening
Doors' program funded by Robert Wood Johnson as a Best Practice. It funds primary care programs
that use both Western and traditiond medicine in hedth care delivery.

Federa agenciesin the US government are now compiling Best Practices related to cultura
competence. OMH has a number of internal committees addressing cultural competence research
projects, and HRSA has a compendium of cultural competency projects. OMH's study of managed
care [noted above in the section on "Monitoring, Evaluating, and Linking Cultural Competence to
Outcomes'] isfocusing on trandation/interpreter services, the provider/staff pool, supportive plans and
policies a the inditutiond leve, and training (including sengtivity to culture and vaues).

In asummary discussion, the Members of the Work Group posed severa important questions for future

joint projects. They asked:

$ How do you determine what a Best Practice is? What are the guidelines?

$ What are medica schools and organizations of hedth professionds doing to incorporate Best
Practices into their curriculums and short courses?

$ What occurs in practice settings to provide amore integrated gpproach to traditiona and
Western medicine? How can examples of Best Practices be collected?

All Members agreed that a great ded of work must be done to establish standards and terminologies to

identify Best Practices, to gather information from exemplary projects, and then to disseminate

information on Best Practices to those who need them most.
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Opportunity: Assessing Minority Programs According to Broad Standards. In an effort to
develop meaningful yardsticks for the hedlth care of racid and ethnic minorities, the Members of the
Work Group explored the meaning of "access to good hedlth care’ by defining what "good hedth care"
ismore broadly. The god of the Work Group was to set avison of what congtitutes hedth for
everyone and then apply that definition to different populations.

The Members agreed that ng hedth care depends on the analysis of data on health outcomes and
on the perceptions of communities and individuas. However, it dso depends on meeting certain basic,
minimum standards. For guidance, the Work Group referred to the definitions of "health,” "access,” and
"qudity” in Healthy People 2000 and Healthy People 2010 Objectives. Draft for Public Comment:
"From an individual perspective hedthy life means afull range of functiond capacity at each life sage
from infancy through old age, dlowing one the ability to enter into satisfying relationships with othersto
work and to play. From anationd perspective hedthy life means avita creative, and productive
citizenry contributing to thriving communities and a thriving nation... Access has been defined by the
Indtitute of Medicine [IOM] asthe ‘the timely use of persond hedth servicesto achieve the best
possible hedlth outcomes..." IOM defines qudity as 'the degree to which hedth services for individuds
and populations increase the likelihood of desired heath outcomes and are consistent with current
professona knowledge.""

The Members of the Work Group developed parameters for four, basic hedlth care packages that they

believed aufficiently broad to stisfy the Healthy People 2000/2010 definitions. They agreed that these

packages would provide an excdlent benchmark for assessing hedlth care programs for racid and

ethnic minorities.  Essentidly, they condtitute a comprehensive planning tool that defines basic hedth

care sarvices regardless of the ability to pay. The Members emphasized that locd communities must be

involved in tailoring the hedth care packages for their populations.

$ Ages 0-18. Comprehensve physica examinations (including eyes, teeth, ears, and postnata
checkup); immediate access to care; assessments (including diet, exercise, housing, education,
parentd employment, and mentd hedlth); immunizations, hedth education (pecificaly sex
education and violence prevention as part of school curriculums); and servicesto avoid
unwanted pregnancies.

$ Ages 19-45. Comprehensive, regular physicad examinations; prenatd care; health promotion
and education for the reduction of risk for chronic diseases, work site health promotion;
women's hedth; srategiesto limit occupational stress exposures, and violence prevention.

$ Ages 46 and upCY early screening, health promotion and education, diet and exercise,
assessment and limits on occupeationd health exposure, and immediate access to hedlth care.

$ ElderlyCHedth promotion and educetion; diet and exercise; assessment and limitson
occupationd health exposure; immediate access to hedth care; regular checkups;
comprehengve assessments (transportation, housing, medica equipment needs, socid,and
physica); rehabilitative services and fadilities, facilities for continuing care; hedlth education; and
pre-retirement education.
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Opportunity: Addressing Barriersto Access at Every Level. The Members of the Work Group
discussed the meaning of "accessto hedth care” by addressng known barriers to access. They agreed
that there are different types of barriersthat function at different levels and in different ways. cultural
barriers (differences between femae patients and male doctors, the roles of nutrition and exercise,
traditionad medicine in health maintenance, and understanding the predictors of hedlth problems);
financial barriers (poverty, lack of hedth insurance, high costs of hedlth care, distance to trestment,
and the excluson of minority providers); and political barriers (for example, the US has Federd,
State, and county policies; and theissue of immigration). The Work Group Members agreed that a
close partnership with governmental bodies is required to overcome dl of these barriersto good hedlth
care. They agreed that the principles underlying the barriers to access are the same in the US and UK,
athough the mechanisms of action may differ. The Members believed strongly in cooperation between
the two Nations with the goa of better understanding how and why barriers operate to prevent racid
and ethnic minorities from obtaining the best hedlth care possible.

It isimportant to note that culture, socioeconomic status, and targeted program initiativesC which can dl
impact access to hedlth careCvary independently and exert both separate and combined effects on the
hedth satus of racid and ethnic minority groups. Hayes-Bautista, in his paper presented at the 1997
mesting of the Collaborative Initiative, pointed out that low education and low income (variables
sgnding low socioeconomic status) do not autometically lead to poor hedth in a minority group. He
describes the "L atino epidemiologica paradox” in which US Hispanics, who have, in generd, low
income and educationd levels, aso have the low hospital utilization and low degth rates. He notes that
the hedlth profile of US Hispanics cannot be explained by the mgor, theoretica hedth modds used
sncethe 1960s. racia group genetics, culture of poverty, urban underclass, and traditiond culture
modds. Hayes-Bautista believes that new theoretical models are needed that better capture the
dynamics of minority hedth. Trevino, in his 1997 presentation, agrees. He reports that "An explanatory
mode of hedlth care access for minority populations has not been proposed in the literature.” The
models called for by these authors will hopefully take into account the full complexity of the effects that
socioeconomic status and culture have on hedth.  (See Appendix B for the full references to these

papers.)

Opportunity: Changing National Health Care Cultures. The Members of the Work Group
agreed that it isimportant to change certain aspects of the nationa hedlth care culturesin the US and
UK, s0 that there is a shared commitment to providing adequate hedlth care for al citizens. The
Members acknowledged that the systemsin the US and UK are different in their approach to hedth
care asafinite resource. Nevertheless, changesin attitudes (for example, about "maintaining wellness'
as opposed to "treating disease"), palitics, and law are necessary to ensure an equitable distribution of
the respongbility for the hedlth care of raciad and ethnic minorities. Their hedth problems are not
isolated; they impact both the physica well being and the financid resources of dl individuds through the
presence or absence of government action, the effectiveness or ineffectiveness of community prevention
programs, and the level of mobilization of volunteers and other local resources. There was a strong
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sense among Members of the Work Group that "mora arguments don't work in the US" and thet it is
necessary to point out to government, to private health care providers and insurance companies, and to
medica schools exactly how they stand to benefit from the improved hedth care and hedlth profiles of
racid and ethnic minorities.

Opportunity: Potential Joint US/UK Projects for the Coming Year. The Members of the Work

Group identified two potentid projects to sustain the USUK Collaborative Initiative, and decided to

submit them to the Steering Committee for their congderation. Thetwo projectsinvolve (1) asssting

the minigters of hedth in both countries in promoting their long-term agendas, and (2) developing a

learning network for sharing Best Practices.

C Assisting the Ministers of Health in Both Countriesin Promoting Their Long-Term
Agendas. The Work Group recommended that (1) the Steering Committee identify one or two
objectives from the USs Healthy People 2000/2010 and the UK's Our Healthy Nation that
are focused on improving racid and ethnic minority hedlth, and (2) the Initiative work with
respective governments to devel op collaborative demonstration projects to reduce disparitiesin
the hedlth profiles of their minority populations. The hedth problems of minority sub-
populations pose arisk to society at large. Both countries have planning documents that
addressinequditiesin hedth. Thisisan opportunity to identify priority issuesin both countries
and coordinate projects. The Work Group recommended that each government alocate
resources for a comparative study of the systems for fostering desired hedlth outcomes.

C Developing a Learning Network for Sharing Best Practices. The Work Group
recommended that the Steering Committee support the god of developing alearning network
for sharing Best Practices. Objectives would include identifying experts for a USUK
collaborative group of hedth disparities; linking groups with common interests; developing and
disseminating Lessons Learned and Best Practices, and building a communications infrastructure
(e-mall, web page, satellite, video conference). The Work Group recommended a set of
milestones for accomplishment of these activities in the ensuing year. The resources to build the
communication system would come from the US and UK adminidirative budgets.

The Work Group developed atimetable focused on these two efforts, and presented it to the Steering
Committee.
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Section 6
I ssues and Opportunities for Developing Consumer-Grass Roots
Voice/Voluntary Sectorsin the USand UK: Findings of Work Group B

The second mesting of the US'UK Collaborative Initiative on Racia and Ethnic Health, held September
23-25, 1998, involved the separate meeting of two Work Groups composed of Members from both
the United States and the United Kingdom. Section 6 provides a summary of the findings of the Work
Group on Developing Consumer-Grass Roots Voices and the Voluntary Sectorsin the US and UK.
Findings of the Work Group on Developing Culturaly Sensitive Access to Hedth Care, are summarized
in Section 5 of thisreport. Members of both groups came from various offices and agencies of their
respective governments. Full rogters of the Work Groups are in Appendix D.

Both Work Groups met to address the central purpose of the meetingCto establish aframework for the
USUK collaborative process and to identify joint projects. In their own ways, both Work Groups
addressed important aspects of the hedlth care of racia and ethnic minorities. The findings of the Work
Group on Developing Consumer-Grass Roots Voices and Voluntary Sectors are organized with the
same components as the findings of the Work Group on Developing Culturaly Sensitive Accessto
Hedth Care: Framework, Issues, and Opportunities. Asin the Work Group on Developing Culturaly
Sengitive Access to Hedlth Care, ideas ranged widely on the most appropriate framework for the
USUK Callaborative Initiative, the central issues, and potentid joint projects for the future. It is
important to note that not al of the ideas that developed in the Work Group on Developing Consumer-
Grass Roots Voice/Voluntary Sectorsin the US and UK were presented to the Steering Committee.
However, the findings of the Work Group provide a good overview of the broad strategies and
mechanisms for community and organizationd development that facilitate the improvement of hedth care
for loca groups and sub-populations. The following materid summarizes the framework, issues, and
opportunities available for increasing the role and voice of racid and ethnic minoritiesin policy
discussons at every level of government.

Framework

Asking the Right Questions. The Members of the Work Group on Consumer-Grass Roots Voices

and Voluntary Sectors began to develop their Framework by first reviewing a focused set the questions

to guide their work. They asked:

C What is meant by developing a consumer-grass roots voice? How isit related to community
development and to organizationd development?

C What are some of the factors that enable and encourage a community to have avoicein
deciding how hedth care will be ddivered to them? What are the barriers?

C What roles do the grass roots and community organizations play now and how can they be built
upon to improve minority hedth care?

C Who isin the voluntary sectors? What kind of people and organizations?
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Where do local communities seek position? Where do they want to be and how can we help
them get there? To what extent is government is committed to creating a voice that will
challenge it?

What can the US and UK collaborate upon so that racid and ethnic minoritieswill better draw
upon the strengths inherent in grass roots groups and voluntary organizations, and thereby
improve the hedth profiles of their communities?

Establishing Core Values. The Members of the Work Group acknowledged that the questions they
asked can be answered in avariety of ways. Therefore, they agreed that it was important to establish
certain core vaues to guide the development of answers to the questions they posed. The core values
that they decided upon are the following:

C

Being inclusive Making sure that dl voices in each community are recognized and heard,
including the groups that the Collaborative Initiative now knows of and those groupsthat are
currently unknown.

Assisting people with their agendas: Helping groups pursue their own agendas, not setting
agendas for them or even defining "hedlth” for them. Avoiding a "top-down" mentality and
engendering a"grass roots' gpproach to problem solving.

Developing skills and resources. Providing information, training, technical assstance,
technology transfer, materid's development, and organizational management that help groups
gain or usether voice in setting their own standards for hedlth care ddivery.

Fighting stereotypes and exclusion: Helping groups to avoid stereotypes of other groups and
helping them to resst others stereotypes and exclusive policies so that they can receive the best
possible hedth care.

Working with groups from an assets-based perspective, not a problem-based per spective
Appreciating the skills that groups aready have and sarting with those, rather than focusing on
presumed deficiencies. Working with groups to help them avoid being scapegoated, i.e., a
"blaming the victim" mentdity in which ther "shortcomings' are overamplified, overgenerdized,
and overblown.

Resolving conflict: Helping groups to avoid the assumption of "limited good" and to adopt a
perspective in which they work together for the greater good of the community. Helping groups
to avoid competition for limited resources and to value working together to gain greater
resources and opportunities.

Protecting local cultures: Making sure that community vaues remain intact during
intervention efforts, and effectively using the skills, capacities, leadership, and organization that
dready exig in the community.

Keeping an "eye on the ball" : Helping groups to focus on the ultimate outcomes of thelr
effortsCimproving hedth in the communities in which they resde.

Developing a Model. The Work Group developed a diagram illugtrating the two-directiond influences
that organizationa development, community development, and individua development have on each
other. The Members agreed that technicd assstance to loca and national groups required afull
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understanding of the routes of communication, influence, and action that were inherent in their modd.
They aso agreed that these routes of information and action had both smilarities and differencesin the
USand UK. Therefore, the Members sought to establish some common ground by stating clearly how
they would work with the model in their respective countries. They agreed to identify Lessons
Learned and Best Practices from each country. They agreed to work with groups that naturally
emerge, rather than trying to encourage development of new groups. They agreed that they would
work toward replicating Best Practices in the future, primarily through technical assistance to racial
and ethnic minority groups that would assist them in gaining a position "at the table™ where health
service issues are discussed and giving them voice in public policy debates on health care issues.

| ssues

The Members of the Work Group Developing Consumer-Grass Roots Voices and Voluntary Sectors
addressed four issues on which there are widdly varying points of view inthe USand UK: (1)
nomenclatures for addressing and collecting data on racia and ethnic minority groups; (2) the concept of
mainstreaming; (3) the nature of the voluntary sector; and (4) indtitutiondizing advocacy training. All of
these issues impact directly any and dl efforts to develop consumer-grass roots voices among racid and
ethnic minorities. The resolution of these issues has implications for program development at the
nationa and locd levels. In addition, the Members of the Work Group recognized afifth issue area that
in many ways determines the course of that resolution: (5) research. Their interest in research wove its
way into al of their discussons and reflected their generd interest in determining “"whet is known" and
"what is not known" about the relationships among race, ethnicity, hedth, and the ddivery of hedth care
sarvices. Research issues are somewhat different from generd policy issues because their politica and
scientific components can be separated more clearly and the scientific components can be investigated
with replicable, objective, empiricad methods.

Issue: Nomenclaturesfor Racial and Ethnic Minority Groups. The Members of the Work
Group discussed the terms that are in common usage to describe racid and ethnic minority groups, and
which could be used to identify groups that need technical assistance in developing grass roots voices.
The Members acknowledged that while the issue of nomenclatures might seem to be smple on the
aurface, it is extremely complex because the names that groups use to describe themselves are not
aways the names that government programs use. The reconciliaion of sdf-identification and program-
identification is now an important area of work in both the US and the UK. Thetermsused are
important in program implementation because laws frequently refer to types of individuals and often
define their right to health care very specifically. And, both the names and the laws often change.

Members from the UK listed terms such as "black and minority groups, immigrants, ethnic groups,
refugees, and asylum seekers.” They noted that the term Ablack@ in the UK has been used as a generic
term for al minority groups, but the more accepted phrase now isAblack and minority ethnic groups,i
which encompasses everyone from Greek to Chinese people. Almmigrants) are assumed to be
returning to their home countries at some point. "Refugees and asylum seekers' have rights of abodein
Britain. "Immigrants’ and "Asylum seekers’ must pay for hedth care services. In the UK, thereis now

29



amovement away from the use of the term Ablack( because it has negative connotations concerning
socioeconomic satus. Members of the Work Group from the UK aso pointed out that some black
peoplein the UK are defined politically as white and that the framework needs to be able to
accommodate sdlf-definition.

Members from the US reported that at least three class strata exist within the four mgor ethnic groups
(i.e, black, Latino, Asian, and white). They noted that issues of access to health care often cut across
classes. They pointed out important differences between the US and UK systems. Inthe US, "Agan”
can refer to anumber of different groups, including people from Southeast Asia (Vietnam, Cambodia,
Thailand, etc.) or South Asia(India, Pakistan, etc.), dthough in the UK, the term AAsani refers most
often to people from India, Pakistan, Bangladesh, Sri Lanka, and Nepal. The system of nomenclature
inthe US, asin the UK, has historica roots and is constantly changing. The Members of the Work
Group from the US pointed out that throughout many part of the South, Midwest, and Northeast,
access to hedth careislimited in part because of notions left over from davery. Inthe US, migrant
workers of dl ethnicities are treated as "minorities.”

The Work Group Members agreed that nomenclatures for racia and ethnic minority groups should rely
primarily on sdf-designation. The designation of group names remains an important issue that the Work
Group should focus upon, because of the implications for access to hedth care in both the US and UK.

Issue: The Concept of Mainstreaming. The Members of the Work Group acknowledged that the
concept of "maindreaming” has different connotationsin the US and the UK. In the UK, it means
folding into the National Hedth Service itsdf the services for minority populations that duplicate those of
the NHS. Thegod in the UK isnot to have specid services for various populations but to have
services for pecific populaionsincluded in the regular package of hedlth care. The Members of the
Work Group from the UK pointed out that a fundamenta right to hedlth care existsin the UK that does
not exigt in the US,

Inthe US, the pardld issue of "mainstreaming” is not about access but about how services are
delivered; it is more amatter of cultural competence. For example, the HIV/AIDS community in the
USfocuses on Aparity, incluson, and representationi rather than on Amainstreaming,@ but the terms
basicdly refer to the same underlying concept.  In the US, Amaingreamingll has negative connotations
among minorities because standard services will not take into account their special needs. For racid
and ethnic minoritiesin the US, "maingtreaming” meanslosing their specid identity and their clam to
culturdly sendtive services.

Issue: The Nature of the Voluntary Sector. Animportant part of the Work Group's task was to
address the potentid roles of the voluntary sector in improving hedth care for racia and ethnic
minorities. However, it was first necessary for the Work Group to consider the exact nature of the
voluntary sectorsin the US and UK, and their rdaionshipsto loca communities and nationa
governments. Without afull understanding of the relative positions of the voluntary sectorsin the US
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and UK, it was not possible to make recommendations concerning their role in improving minority
hedth. The relative power postions of the voluntary sectorsin the two Nations impact strongly their
ability to advocate for change.

There are mgjor differences between the UK and the US in the functioning of their voluntary sectors. In
the UK, the rdationship between the voluntary sector and national, government agencies is not one of
patnership. Infact, it is often extremey unequd. In UK, the voluntary sector is not freestanding. It
cannot advocate because it is constantly seeking financial support from the government agencies
that fund it. Voluntary agencies are in a position of competition, not collaboration, so it is difficult
for them to engage in collaborative initiatives. In the UK, large businesses that are owned by
ethnic minorities are using money to leverage access to politicians, but the grass roots groups do
not currently have much influence. The Work Group Members agreed that helping people
understand the established bureaucratic system in the UK can help get them to the table and help
them establish a voice in national policy making.

In summary, a strong minority group structure does not exist in the UK. Therefore, before groups
can influence decision makers they must build a role so that they can have a voice. Toward that
end, the Work Group recommended bringing health professionals into the voluntary sector and
providing support for them so that they can better understand how communities work. The
Members agreed that integrating hedlth professonds into the voluntary sector was an important strategy
to empower racid and ethnic minorities to advocate for themsdlves.

Issue: Institutionalizing Advocacy Training. The Members of the Work Group from the US and
the UK addressed an important issue for both government and higher education in their respective
NationsCthe indtitutionalization of advocacy. At the present, there is disagreement over exactly how
much government and higher education (especialy medica schools) should support advocacy training.
From the perspective of racid and ethnic minorities, it is beneficid to have government leaders and
managers, aswdl as highly skilled hedlth care professonds, wel trained in the techniques of
advocacyCespecialy if they are members of racid and ethnic groups. Because thisis the subject of
current debate, the Work Group agreed that thereisaneed: (1) to examine hedth care advocacy roles
in the community and at the nationd leve, (2) to examine the role of law schools and lawyers (who have
astronger tradition of advocacy in the US than the UK), (3) to examine university and ingtitutiona
models (especidly in medica schoals) to train people in advocacy, and (4) to create a university or
other inditutiordl training course for hedth care advocates. At the nationa level, professionals would
learn the techniques of advocacy to effect change in government policy making. At the community levd,
local leaders would get training and certification so that they could better run advocacy organizations.

The indtitutiondization of advocacy training occurs to some extent as anormd part of the training of
minority physcians and other hedth care providers. By virtue of their advanced education, minority
health care professonasincrease to some extent their ability to access decison makers at the nationa
and locd levels. In his presentation at the 1997 meeting of the Collaborative Initiative, Baines describes
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anumber of Federd agencies and programs that have been indrumentd in increasing the number of
minority individuas going into the hedlth professons, among them the Nationd Ingtitutes of Hedlth, the
Health Careers Opportunity Program, and the National Hedlth Service Corp. He notes, "As minorities
are more likely to provide care for the poor and minority populations and be more culturaly sendtive, a
number of programs have tried to increase the number of minorities going into hedth professons...
affirmative action went along way in increasing the number of minority hedth professonds. Many fear
that without it, ground will belost." (See Appendix B for the full reference to his paper.)

Issue: Research. The Work Group Members agreed on three immediate action steps that reflect their
interest in research on race, ethnicity, hedlth, and hedlth care services. They agreed that they should
support:

1. Establishing "what is known": Gathering and disseminating information on the hedith profiles
of racid and ethnic minority communities and sub-populations.

2. Influencing research on "what is not known": Helping community groups to gain a grester
voice in setting research priorities on racid and ethnic hedth.

3. Supporting work force training: Fostering the empowerment of community groups and sub-
populations by emphasizing the need to train sufficient numbers of hedth professionals from
racid and ethnic minority groups, and encouraging their leadership in the community.

Actions steps 1 and 2 are clearly related to the gods of research. Action step 3 is aso related, because

the training of minority scientists to conduct research on race, ethnicity, and hedlth will influence how the

research is conducted and which research questions are asked. There isastrong and important
connection between work force training and the development of research.

The interest of the Work Group Members in research followed directly from severd presentations a the
fird meeting of the Collaborative Initiative in 1997 (see Appendix B for the full referencesto these
presentations.) While there was no specific Work Group assigned to research issuesin 1998, both
Work Groups A and B explored a variety of research issues, and research remains an important,
potentia focus of awork group a some future meeting of the Collaboretive Initiative. David Hayes-
Bautista, in his 1997 presentation on "Research and Devel opment Issues in Minority Hedth," provided a
good summary of the advantageous and disadvantageous aspects of American research on race and
ethnicity. Hayes-Bautista pointed out that the "United States is one of the few indudtridized countriesto
maintain detailed records by racid category. This practice was begun in the very first census (1970)..."
The United Kingdom did not begin collection of data on ethnicity until the 1991 Census of England and
on ethnicity and hedth until the 1991 Hedlth Survey of England (Williams 1998b:5).

Both Hayes-Bautista and David Williams, in his 1997 presentation on "The Monitoring of Racia/Ethnic
Statusin the United States: Data Quaity 1ssues,”" described the enormous problems inherent to
categorizations of race and ethnicity in the US, including the following: incomplete data, especidly for
Higpanics, sources of biasin the recording racein vital statistics records, undercounting racid groups
and the consequent inflation of rates of disease conditions, unrepresentative small sudies that are
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generdized to entire populations, and the reiability of sdf-reports on race, which tend to change for
individua respondents even over short periods of time.

In their 1997 presentations, Hayes-Bautista and Williams went on to describe problems with previoudy
used models of the relationship between race and ethnicity, and hedth. They critiqued the following:

C

race-specific disease models, which gpply to avery smal number of disease conditions (like
sckle cel anemia) and which tend to obscure the fact that most diseases are the product of
behavior and familid genetics

structural risk factor models (SES or socioeconomic status models)Cin which education,
income and access to care are the main determinants of hedlth statusChbut, which fail to
completely explain hedlth status when these variables are controlled and suggest an independent
for varidbles of "raciam” or "discrimination”; Williams believes that "raciam is causdly prior to
SES and exertsits most profound impact by transforming SES such that an equivaent value on
atraditiond SES measure represents important differences in socid and economic
circumstances for persons belonging to different racia groups' (see dso Williams, Lavizzo-
Mourey, and Warren 1994).

folk culture models and urban underclass models, which are related to socioeconomic
models, but focus on socio-psychologica factors in "heath-harming behavior,” and which fail to
hold up in the analyss of dl types of rurd and urban populationsCnot surprisngly since they are
based on isolated, loca studies of smdl numbers of people; and

models of "traditional” and "modern" cultures, in which fatalism, parochidism, and passvity
are seen to be related to poor health and lack of modern health-seeking behavior among
"traditiona" people when they are contrasted in an overly smpligtic way to active, rationd, and
scientific "modern” people.

All of the presentations at the first meeting of the Collaborative Initiative in 1997 (by Baines, Chen,
Hayes-Bautista, Smith, Trevino, and Williams) acknowledged difficultiesin past research efforts, and
they al helped to define a future research agenda and a new gpproach for research on race and
ethnicity, and hedth. Among the most important points they made about future research studies were
the fallowing:

C

An"Anglo" prafile is no longer the norm, primarily because of the increasing variety of racid and
ethnic groups in the United States, because of accdlerating rates of intermarriage of these
individuals, and because by around 2055 whiteswill no longer be the "mgority,” but a minority.
If "basic demographic data" are to be collected on race and ethnicityCand there are many
problems with the rationae for this activity because of the inexact nature of both "race’ and
"ethnicity” as biologicd and socid congtructsCthen there is a great need to implement OMB
Directive 15 fully and uniformly throughout the US government; & the present time different
agencies are collecting different data and most of them do not al collect needed data on sub-
groups within Asan and Hispanic populations,

Thereisno sngle "minority” norm. None of the modds and theories used to date to explain the
relationship between race and hedlth and/or ethnicity and heath hold up under broad-based
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sorutiny of "minority” vs "mgority” populations. Minority groups are highly varied and the

rel ationships between their racid and ethnic identities and hedlth are very complex, and they can
change rapidly over time. Singular indicators like infant mortaity rate, crude degth rate, and
hospitd utilization rate are not consistently related to minority status.

C It isworthwhile for governments to support the training of minority researchers because they ask
new questions and they ask old questionsin new ways. Minority researchers are not as
congtrained by worn out theoretical models and are most likdly to investigate the possible nature
and functioning of a concept such as"raciam’ or "discrimination.” However, most minority
researchers are not senior academicians at the present time and are not very competitivein
obtaining research grant money. So, there may be adeay before their influence is felt.

C Future research topics include the demographic and hedth profiles of individuas of mixed racid
and ethnic heritage; the quality of data on race and ethnicity; the undercount of al types of recid
and ethnic minorities, not just American blacks, and the effects of the undercount on reported
rates of disease conditions; variation within racid and ethnic groups, not just between different
groups, dternative medicine and "informa care€' among racid and ethnic minorities; the
trestment of racid and ethnic minorities in managed care systems, including Medicaid managed
care; therole of primary care; and comparative, internationa anadyses of race and ethnicity
between the US and UK, and among al modern industridized nations.

Opportunities

The opportunities identified by the Work Group on Developing Consumer-Grass Roots Voices and
Voluntary Sectors focused on "capacity building,” i.e., a specid type of technica assstance through
which minorities and loca groups learn how to develop their roles as advocates and their voicein
nationa debates. The Work Group identified four areas for cgpacity building: funding, informeation
sharing (especidly Lessons Learned and Best Practices), staff and management training, and materids
development. People are the main resource in al capacity building models. Once they have Kkills, they
cannot be taken away. The Work Group Members agreed that it isimportant to build on existing
strengths and not to impose new paradigms on people, but to discover theirs. Once atarget population
isidentified, people within that population who are most effectively placed to do advocacy work should
be identified and trained.

The Work Group Members pointed out that building grass roots groups is an inherently sef-limiting
concept. It isimportant to have both internd (loca) and externd (nationd) activigs. If, for example,
individuas from the community are trained in advocacy and then go into government, they can Hill be
effective advocates. Developing both alocal and a nationd voice must include the concept of
"sugtainability.” Advocacy must become ingtitutionalized so that skills can be passed dong to new
members of groups. Advocacy for hedlth care reform must develop as part of the natural fabric of a
community and must be transferable to other sectors, as individuals move from location to location and
from job to job.



Finally, the Work Group Members agreed that there was a need for an infrastructure to build
capacity. Without an infrastructure, training people in advocacy and other skills will not have the
desired effect of moving an agenda forward. The Members agreed that there is much to be learned
from existing organizations who help each other rather than winning at each other=s expense. They
agreed that helping to build an infrastructure to advocate for health care reform was a worthwhile
task for the Collaborative Initiative on Racial and Ethnic Health.

Opportunity: Technical Assistance to Foster Engagement, Ownership, and Voice. The Work
Group Members agreed that an important opportunity to advance the god of improving minority hedth
lay in the area of community development, more specificdly, in engaging loca leaders and cregting a
sense of ownership within alocal minority group. That engagement and sense of ownership could then
be used to move aloca hedth care agendaforward. Members agreed that in both the US and the

UK, local communities do not now have much of a voiceCa fact that led to the presidential
initiative on eliminating racial disparity in health care in the US. The Work Group Members
agreed that they should seek to understand the common threads in the advocacy experiences of
local groups in both Nations, and to encourage community development focused on ownership and
voice in local health care policy discussions.

Opportunity: Technical Assistance in the Formation of Partnerships and Collaboratives. In
the past decade, severd agencies of the US government have offered grants to support the formation of
partnerships and collaboratives focused on loca and regiona health problems, especialy substance
abuse. These projects are designed to bring organizations together so that they can conduct research
on local problems and cregte alarger voice in solving them. The UK has funded approximately 100
projects on developing community voices in the past severd years. Therefore, thereisnow a
compendium of local demongtration projects that offer useful Lessons Learned and Best Practicesin the
formation of partnerships and collaboratives. Thisinformation could be gathered and shared to assist
locd racid and ethnic minority groupsin coaescing their community voice and thereby influencing loca
platforms and programs that serve their communities.

35



The Work Group Members agreed that, whileit is true that the power of groups derives partly from
their numbers, it isaso true that joint action creates alarger voice irrespective of the numbers of
individudsinvolved. People should be trained to work together to gain larger concessions from
powerful hedlth care organizations and health care agencies. However, aong with the development of
greater voice and power comes greater respongibility. Partnerships and collaboratives must naturaly
account for how they spend resources and monitor their efforts to determine if they are achieving
desired outcomes. It isaso important to involve loca research organizations that can conduct
epidemiological studies of diverse groups and to use their findings in advocating for change.

Opportunity: Discovering Best Practices. The Work Group Members agreed that future efforts

to assist racial and ethnic minorities in gaining a greater voice in health care reform should rely on

Lessons Learned in previous efforts of local groups and sub-populations. The examples provided

by other groups constitute in many cases Best Practices that can serve as useful models for future

action. The Group identified and discussed two examples of Best Practices in the area of

community development and advocacy for health care reform:

1. The Gay Men:s Health Crisis in New York City at the beginning of the AIDS epidemic,
and

2. A group of women from Pakistan communities who were paid to speak on behalf of those
communities and advocate for change in health care.

The Members attributed the organizations- success to the same characteristics, which constitute,

themselves, important Lessons Learned. They found that the following themes were important in

each case:

$ Maintaining cohesion and mutual support; the organizations first advocated among

themselves, then to others;

Maximizing the use of the people in the community and empowering people in the

community to do the job;

Effective packaging of the cause and selling it to policy makers;

Investing in building skills; bringing people up to the same level to start everyone off as

equal partners; and

Giving power away to become more powerful, along with effective selection of partners to

engage the broader group.

B B B

The Work Group Members concluded that these five themes constitute a Best Practice model to
guide the planning of new efforts by racial and ethnic minority groups to gain a greater voice in
health care reform, both locally and nationally. It is important to note that Best Practices are not
always or necessarily wedded to standard western medical practice. Empowering local groups
may rely on effective use of combinations of western and traditional, "informal” care. In his 1997
presentation in London, Moon Chen defined informal care as "the practice of alleviating distressful
physiological and psychological dysfunctions through all others (e.g., traditional healers, family
members, self, etc.) using measures that do not require a physician's prescription or intervention
(e.g., lifestyle modifications) typically outside of formal, institutionally based care mechanisms
(e.g., homes and communities.)" He emphasized that "An enormous potential exists to better
utilize informal care because informal care is culturally more compatible, relatively low cost, and
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flexible." Chen made the important point that coping effectively is, itself, empowering, so reliance
on alternative medicine may not always be counterproductive if it is integrated into an overall care
regimen for members of racial and ethnic minority groups. He pointed out that "Empowerment of
these communities is important both demographically and historically... minority populations are
increasing at higher rates than the majority population in the U.S.A. and hence, the health status of
minorities will become the health status of the nation in the next half century.” The National
Institutes of Health has recently recognized these trends by establishing an Office devoted to
alternative medicine. The 1989 National Health Interview Survey, in spite of its under-
representation of minorities in the sampling structure, suggested that the use of alternative medicine
has been underestimated. Empowerment of racial and ethnic minority communities to advocate for
the improved delivery of services has also been pursued vigorously in some settings in the UK.
Chen's co-presenter at the 1997 meeting, Pui-Ling Li, reported on how she has empowered a
Chinese community in London to help to meet their own health care needs. (See both sections of
Appendix B for full referencesto Chen's papers. See dso Department of Hedlth, United Kingdom,
1998: 56-57, for asummary of Chen'sand Li's workshop.)

Opportunity: Potential Joint US/UK Projects for the Coming Year. The Work Group
Members agreed upon a theme for the coming year'swork: ATheright of the consumer voice to be
heard.; The Members agreed that the framework for the USUK collaborative should be based on the
right of citizens to reduce the burden of illness and disease and thelr impact on the community. The
work flowing from this theme would take the form of cgpacity building and infrastructure devel opment.
The Work Group agreed on recommending to the Steering Committee the following joint USUK
efforts for the coming year.

1 Focusing on the community level to enable grass roots voices to be heard in hedth policy
making and health care reform; ensuring that health care advocacy does not ater the nature of
the organizations basic work.

2. Identifying and sharing the baseline of community organizationsin each country;
gathering and digtributing information on epidemiologica profiles of locd and nationd groups
and sub-populations.

3. Designing a model on the intersection of community and service delivery; usng the
linkages identified in the modd to plan for action, while & the same time taking into account
differences between the US and UK.

4. Training groups to advocate in the public sector; learning how to impart communication,
lobbying, and advocacy skills; providing a demondgtration training sesson a the next meeting in
September 1999.

5. Integrating of health professionalsin the voluntary sector; seeking their assstancein
leading efforts to gain agrester voice in hedlth care advocacy.

6. Evaluating the effectiveness of community-based projects and developing methods to
measure success of advocacy and capacity-building technical assstance.

37



Section 7
I ssues and Opportunities for Resour ce Development in the US and UK:
Findings of the Steering Committee

The role of the Steering Committee was to provide oversight and advice for the two Work Groups.
Members of the Steering Committee attended meetings of the Work Groups and reviewed their
recommendations. The Committee aso served to facilitate relationships between the Collaborative
Initiative and the government hierarchies in the US and UK, and to assst in helping to find resources
and develop partnerships. This section summarizes their discussions and findings on resources.

Expanding the Callaborative I nitiative to Include Other Nations

The Steering Committee discussed the possbility of expanding the Initiative beyond the United States
and United Kingdom. The Members agreed that the health of racia and ethnic groups was a globd
issue, and that the public hedth policies and programs which concerned them most were not
circumscribed by nationa borders. The Members noted that expanding the Initiative to other countries
could expand the resources available to the Initiative and increase its sphere of influence. A possble
intermediate step might be to invite other countries to the meetings of the Collaborative Initiative, o that
leadersin other countries could gain from the ingghts of the representatives from the US and the UK.
However, the Members agreed that the Initiative still needed to "prove itsdlf binationdly.” Therefore,
they reached no consensus on efforts to expand the Collaborative Initiative at the present. They agreed
that the expangion of the Initiative might be aworthwhile long-term god that could be discussed in future
mestings.

Resour ces from Administrative Budgets

The Members of the Steering Committee agreed that some support for the Collaborative Initiative could
come from their repective agencies generad adminigtrative budgets. They agreed to seek support for
telephone cdls, a smdl amount of adminigrative support, and possibly

teleconferencing. These modest resources could be obtained without the need to designate funds
specificdly for the Collaborative Initiative.

Seeking Resour ces within Two Gover nment Systems

The Members of the Steering Committee acknowledged the systems of nationa government in the US
and UK each had their own distinctive culture, politics, and processes for setting priorities and
budgeting. The Members agreed to seek funding for the Collaborative Initiative in those ways that are
most appropriate for their respective governmenta systems.

Communicating about Existing Programs

The Members of the Steering Committee agreed that communication was essentid to developing
resources to support the Initiative. Smply by sharing information on existing programs, the Members
can go far in identifying sources of funds that might not be readily apparent or soecificdly targeted to
minority health. Programs exist in both the US and UK that address many of the disorders and disease
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conditions that afflict racia and minority groups disproportionately. By cresting a knowledge base on
those programs and disseminating knowledge about them, the Members can go far in identifying
resources that could support the Initiative's efforts.

Partner shipswith the Private and Voluntary Sectors

Members of the Steering Committee agreed that aworthwhile god is to develop partnerships with
foundations and existing programs in the voluntary sector. For example, the Robert Wood Johnson
Foundation now supports avariety of projects that address minority health issues. The Red Cross and
Sdvation Army could aso be gpproached and brought into the Initiative's activities. The myriad
programs addressing the needs of the homeless form ancther interest group that could be beneficialy
engaged in the Initiativeé's work. The Members aso mentioned the potentia role of pharmaceutica
companies in heping to address the inequiities in access to hedlth care that racid and ethnic minority
groups face.
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Appendix A

Text of the 1997
JOINT STATEMENT OF INTENT OF THE DEPARTMENT OF
HEALTH OF THE UNITED KINGDOM AND THE DEPARTMENT OF
HEALTH AND HUMAN SERVICES OF THE UNITED STATES OF AMERICA
COLLABORATION IN MINORITY ETHNIC HEALTH

The Secretary of State for Hedth on behaf of the UK, the Rt Hon Frank Dobson and the USA Deputy
Secretary of Hedth and Human Services, the Honorable Kevin Thurm.

Having expressed their commitment to collaborate in public health by hosting of a binationa mesting of
governmental and non-governmentd representatives to address black and minority ethnic communities
public health issues specific to their two countries:

Welcome the opportunity to receive recommendations and advice developed by the UK/USA Hedth
Gain for Black and Minority Ethnic Communities Conference held on 16-18 September 1997 in the
UK.

Redffirm their countries active support for minority ethnic helth, particularly through the establishment
of ajoint agendathat addresses the challenges both countries face in meeting the hedlth needs of
minority ethnic population groups.

Agree to seek opportunities for their respective countries to work collaboratively in minority hedth,
especidly in the areas of sharing experiences and information on good practices, research, accessto
and qudity of hedlth services, hedth Satus, inequditiesin hedth, partnerships and codition building.

Further agree, in support of this objective, to pursue joint efforts for cooperation in minority health, with
an emphadis on sharing the UK/USA experience in meeting the health needs of minority ethnic
population groups, and developing links between UK and USA hedth professionas, managers and
others who have a commitment to addressing ethnic and minority ethnic hedth needs.

Signed on 16th day of September in London

Rt Hon Frank Dobson The Honorable Kevin Thurm
Secretary of State for Deputy Secretary of Hedlth
Hedth United Kingdom and Human Services

United States of America
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Papers Commissioned by the Office of Minority Health and Presented at the First M eeting of
the Collaborative I nitiative in September 1997, in London, England

Baines, David R., MD, "Obstacles to Equality; Issues for Purchaser and Provider." Dr. Bainesis Chief
of Staff, Benewah Community Hospitd, and Clinical Faculty, University of Washington School of
Medicine, and Past President, Association of American Indian Physicians.

Chen, Moon S,, Jr., PhD, MPH, "Informal Care and the Empowerment of Minority Communities
Comparisons between the U.SA. and the United Kingdom." Dr. Chen is Professor and Chair, Divison
of Health Behavior and Hedlth Promotion, School of Public Hedlth, College of Medicine and Public
Hedth, The Ohio State Universty, Columbus.

Hayes-Bautista, David E., PhD, "Research and Development Issuesin Minority Hedth." Dr. Hayes
Bautistais Professor of Medicine and Director of the Center for the Study of Latino Health, School of
Medicine, Univerdty of Cdiforniaat Los Angeles.

Smith, MarciaBayne, DSW, "Primary Care: Choices and Opportunities for Racia/Ethnic Minority
Populaionsinthe U.S. and U.K.: A Comparaive Anadyss.” Dr. Smith is Assstant Professor, Urban
Studies Department, Queens College of the City Univerdity of New York.

Trevino, Fernando M., PhD, MPH, "Quadlity of Hedth Care for Ethnic/Racid Minority Populations.”
Dr. Trevino is Professor and Chairman, Department of Public Hedlth and Preventive Medicine,
Univergty of North Texas Hedth Science Center, Fort Worth.

Williams David R., PhD, MPH, "The Monitoring of Racid/Ethnic Status in the United States: Data
Quadlity Issues™ Dr. Williamsis Sr. Associate Research Scientist with the Indtitute for Socid Research,
Univerdty of Michigan, Ann Arbor.

Journal Articlesand Reports

Alvarado, M., and Smolenski, M. C. 1996. Community panel discussons. From research to
community action. Pub Health Rep 111(Supp 2): 74-6.

Benzevd, M., Judge, K., and Smae, C. 1995. Beyond class, race, and ethnicity: Deprivation and
hedth in Britain. Health Serv Res 30(1 Pt 2): 163-77.

42



Bhopa, R. 1997. Isresearch into ethnicity and hedlth racist, unsound, or important science? BMJ
314(7096): 1751-6.

Bhopd, R., Kohli, H., and Ranking, J. 1997. Editors practice and views on terminology in ethnicity
and hedth research. Ethn Health 2(3):223-7.

Chen, M. 1998. Culturd Competency. In: Closing the Gap (March): 6. Published by the Office of
Minority Hedth, DHHS.

Department of Health, United Kingdom. Saving Lives: Our Healthier Nation. Executive Summary.
Department of Hedlth, United Kingdom. 1998. Health Gain for Black and Minority Ethnic
Communities. Report of an International Conference between the UK and the USA, held 16/18
September 1997.

Free, C., and McKee, M. 1998. The new NHS: From specialist servicesto specid groups. Meeting
the needs of black and minority ethnic groups. BMJ 316(7128): 380.

Georges, C. A. 1998. Presdent Clinton's new racid and ethnic hedth disparitiesinitiative. Ethn Dis
8(2): 257-8.

Hahn, R. A., and Stroup, D. F. 1994. Race and ethnicity in public hedlth surveillance: Criteriafor the
scientific use of socia categories. Public Health Rep 109(1): 7-15.

Holman, P. B., Jenkins, W. C., Gayle, J. A., Duncan, C., and Lindsey, B. K. 1991. Increasng the
involvement of national and regiond racid and ethnic minority organizationsin HIV information and
education. Pub Health Rep 106(6): 687-94.

Hu, T. W., Snowden, L. R., Jerrdll, J. M., and Nguyen, T. D. 1991. Ethnic populationsin public
mental health: Services choice and leve of use. Am J Public Health 81(11): 1429-34.

King, G. 1996. Inditutiona racism and the medica/hedth complex: A conceptud andyss. Ethn Dis
6(1-2):30-46.

Lawrenson, R., Leydon, G., Freeman, G., Fuller, J.,, and Ineichen, B. 1998. Are we providing for
ethnic diversity in accident and emergency (A& E) departments? Ethn Health 3(1-2):117-23.

Laws, S., and Cuninghame, C. 1994. Ethnicity in epidemiologica research. Similar methodological
problems exist in hedlth services. BMJ 309(6959): 958-9.

43



Lieu, T. A., Newacheck, P. W., and McManus, M.A. 1993. Race, ethnicity, and accessto
ambulatory care among US adolescents. Am J Public Health 83(7): 960-5.

Lillie-Blanton, M., and Hoffman, S. C. 1995. Conducting an assessment of health needs and resources
in aracid/ethnic minority community. Health Serv Res 30(1 Pt 2): 225-36.

Loudon, R., and Greenfield, S. 1998. Undergraduate education must include improving hedlth of
minority ethnic communities. BMJ 317(7173): 1660.

Maese, D. R., and Fox, C. E. 1998. Laying the Foundation for Healthy People 2010. Pub Health
Rep 113:92-5.

Mondragon, D. 1993. No more "L et them eat admonitions': The Clinton Adminigtration's emerging
goproach to minority hedth. J Health Care Poor Underserved 4(2): 77-82.

Mueller, K. J,, Ortega, S. T., Parker, K., Patil, K. and Askenas, A. 1999. Hedth status and access
to care among rural minorities. J Health Care Poor Underserved 10(2): 230-49.

Mudler, K. J, Pdtil, K., and Boilesen, E. 1998. Therole of uninsurance and race in hedlthcare
utilization by rurd minorities Health Serv Res 33(3 Pt 1): 597-610.

Naish, J,, Brown, J, and Denton, B. 1994. Intercultural consultations: Investigation of factors that
deter non-English spesking women from attending their general practitioners for cervica screening.
BMJ 309(6962): 1126-8.

Nickens, H. W. 1995. Therole of race/ethnicity and socid classin minority hedth status. Health
Serv Res 30(1 Pt 2): 151-62.

Orlandi, M. Ed. 1992. Cultural Competence for Evaluators. DHHS Pub. No. (ADM)92-1884.

Rdeigh, V. S. 1997. Diabetes and hypertension in Britain's ethnic minorities: Implications for the future
of rena services BMJ 314(7075): 209-13.

Rdegh, V. S. 1996. Suicide patterns and trends in people of Indian subcontinent and Caribbean origin
in England and Waes. Ethn Health 1(1): 55-63.

Russl, K. M. 1997. Public policy andysis of Indianas minority hedth initiatives. Ethn Health 2(1-
2): 105-16.

Saicher, D. 1999. Mesting hedlth chalenges and setting priorities: An interview with US Surgeon
Generd, David Satcher, MD, PhD. J Natl Med Assoc 91(4): 191-2.



Savage, P. J,, and Harlan, W. R. 1991. Racid and ethnic diversity in obesity and other risk factors for
cardiovascular disease: Implications for sudies and trestment. Ethn Dis 1(2):200-11.

45



Simpson, C. E. 1998. The U.S. and U.K. Collaborate on Minority Hedlth. In: Closing the Gap
(March): 1. Published by the Office of Minority Hedth, DHHS.

USDHHS. 1998. Eliminaing racid and ethnic disparitiesin hedth. Pub Health Rep 113(4): 372-5.

USDHHS. 1991. Forum on youth violence in minority communities: Setting the agenda for prevention.
December 100-12, 1990, Atlanta, Georgia. Proceedings. Pub Health Rep 106(3): 225-79.

Williams, D. R. 1998a. The Qudity of Racid Data. In: Closing the Gap (March): 4. Published by
the Office of Minority Hedth, DHHS.

Williams, D. R. 1998b. Racia Datain the United Kingdom. In: Closing the Gap (March):5.
Published by the Office of Minority Hedlth, DHHS.

Williars, D. R, Lavizzo-Mourey, R., and Warren, R. C. 1994. The concept of race and hedlth status
in America. Pub Health Rep 109(1): 26-41.

46



Appendix C
Agenda for the US'UK Collaborative Meeting
On Racial & Ethnic Health
September 23-25, 1998

Meeting Pur pose; Establish aframework for the US/UK collaborative process and identify future joint
projects.

DAY 1

7:45am. WALK TO DHHS, HUBERT H. HUMPHREY BUILDING ( 2'° & Independence Ave.)

8:30am.-9:15am. WELCOME AND INTRODUCTIONS

Dr. Clay E. Simpson, Jr., Deputy Assistant Secretary for Minority Health,
Office of Minority Health
Room 800

OVERVIEW OF MEETING AGENDA
Captain Tuei Doong, Deputy Director, Office of Minority Health

9:15a.m. - 10:00 a.m. UK ACTIVITY UPDATE
Veena Bahl, Departmental Advisor, Ethnic Minority Health
Wellington House
Bryan Harrison, Chief Executive, Forest Health Care NHS Trust
Pul-Ling Li, Public Health Consultant, South Thames Regional Office

REPORTS FROM
Scotland - Hector Mackenzie, Scottish Office Health Gain Division
Wales - Neil Woodling, NHS Wales Equality Unit
10:00 a.m. - 10:15a.m. BREAK
10:15am.-12:00p.m.  STEERING COMMITTEE & CORE WORK GROUP BREAKOUTS

Work Group A - Develop Culturally Sensitive Accessto Health Services Core
Group - Room 705A (Joined by Steering Committee Group I)

Guadalupe Pacheco, Special Assistant to the Director,
Office of Minority Health
Bryan Harrison, Chief Executive, Forest Healthcare NHS Trust

Work Group B - Develop Consumer-Grass Roots V oice/V oluntary Sectors Core
Group - Room 440-D (Joined by Steering Committee Group 2)

Gerrie Maccannon, Special Assistant to the Director, Office of Minority
Health
Pul-Ling Li, Public Health Consultant, South Thames Regional Office

12:00 p.m. - 1:00 p.m. WORKING LUNCH

1:00 p.m. - 3:30 p.m. STEERING COMMITTEE & CORE WORK GROUP BREAKOUTS CONTINUE
3:30 p.m. - 4:00 p.m. WORK GROUP CO-CHAIRS MEETING

3:30 p.m. - 4:30 p.m. BREAK

4:30 p.m. - 6:00 p.m. RECEPTION
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M eeting Pur pose:

DAY 2

8:30a.m. - 11:00 a.m.

10: 00 a.m. - 11:00 a.m.

11:00a.m. - 11:45a.m.

11:45a.m. - 12:00 p.m.

12:00 p.m. - 1:30 p.m.

1:30 p.m.-2:15p.m.

2:30 p.m.-3:00 p.m.

3:00 p.m.-4:30p.m.

4:30p.m. -5:00 p.m.

USUK COLLABORATIVE MEETING
ONRACIAL & ETHNICHEALTH
SEPTEMBER 23-25, 1998

AGENDA

Establish aframework for the US/UK collaborative process and identify future joint
projects.

STEERING COMMITTEE & CORE WORK GROUPS CONTINUE DELIBERATION

Work Group A - Develop Culturally Sensitive Accessto Health Services Core
Group - ODPHP Room 736G

(Joined by Steering Committee Group 1)

Work Group B - Develop Consumer-Grass Roots V oice/Voluntary Sectors
Core Group - Room 705A (Joined by Steering Committee Group 2)

STEERING COMMITTEE DISCUSSION
Dr. Simpson/Veena Bahl, Co-Chairs
C Advisory/Oversight Roles
C Resource Support
Room 800

PRELIMINARY REPORTS- Work Group A and Work Group B Co-Chairs,
Steering Committee Co-chairs
Room 800

CLOSING REMARKS
Dr. Clay Simpson/Veena Bahl

WORKING LUNCH
Room 800

UK PARTICIPANTS MEET WITH THE OFFICE ON WOMEN:=-SHEALTH
Frances Page, Senior Public Health Advisor

ORIENTATION - UK MEMBERS TRAVEL TO OMH RESOURCE CENTER, SILVER
SPRING, MARYLAND
Buswill pick members up in front of the DHHS, Hubert H. Humphrey Building
at 2:30 p.m. sharp.

MEET WITH OMH RESOURCE CENTER STAFF AND
TOUR RESOURCE CENTER

TRAVEL BACK TOHOLIDAY INN CAPITOL HOTEL
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M eeting Pur pose:

DAY 3(SITEVISITY)

8:00a.m. - 12:30 p.m.

11:30 am. - 12:30 p.m.

12:30 p.m. - 2:00 p.m.

2:00 p.m. - 3:00 p.m.

3:00p.m. -3:45p.m.

3:45p.m. -4:00 p.m.

4:00 p.m.-4:20 p.m.
4:20 p.m.

4:20 p.m. - 5:00 p.m.
6:30 p.m. - 7:00 p.m.
7:00 p.m.-9:30p.m.

9:30 p.m. - 10:00 p.m.

USUK COLLABORATIVE MEETING
ONRACIAL & ETHNICHEALTH
SEPTEMBER 23-25, 1998
AGENDA

Establish aframework for the US/UK collaborative process and identify future joint
projects.

MEET WITH COMMUNITY BASED ORGANIZATION/COMMUNITY HEALTH

CENTER

8:30am.-9:00am. Travel to Site Visit - Buswill pick membersup at Holiday
Inn Capitol - 8:30 a.m. sharp.

9:00 am. - 10:00 a.m. Visit the Mary=s Health Center

10:00am.-10:30am.  Travel to NMAC

10:30a.m.-11:30am.  Visit The National Minority Aids Council

TRAVEL TO PHILLIPSFLAGSHIP

LUNCH
Phillips Flagship - The Waterfront, SW Washington, D.C.

TRAVEL TO OMH (VIA NIH)

OMH ORIENTATION FOR UK PARTICIPANTS (Division Directors)
US/UK Co-Chairs Meet (Separately)

CLOSING REMARKS
Dr. Clay Simpson

UK PARTICIPANTS TOUR OMH

ADJOURNMENT

RETURN TO HOTEL

TRAVEL TO PRIVATERECEPTION IN POTOMAC, MARYLAND
PRIVATE RECEPTION

RETURN TOHOTEL
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Appendix D
Rosters of the Steering Committee, the Work Group to Develop Culturally Sensitive Access
to Health Care, and the Work Group to Develop Consumer and Other Grass Roots Voices
and the Voluntary Sector

Roster of the Steering Committee

Co-Chairperson (US): Clay E. Simpson, Jr., MSPH, PhD, Former Deputy Assistant Secretary for
Minority Health, DHHS/OPHS, Office of Minority Hedlth

Co-Chairperson (UK): Veena Bahl, Departmental Advisor, Ethnic Minority Health

US/UK Project Coordinator: Georgia Buggs, RN, MPH, Specid Assistant to the Director,
DHHSOPHS, Office of Minority Health

Ross Arnett, Director, Cost and Financing Studies, DHHS/OPHS, Agency for Hedlth Care Policy and
Research

Tuei Doong, Cpt., Deputy Director, DHHS/OPHS, Office of Minority Health

Sharon Smith Holston, MPA, Deputy Commissioner for External Affairs, DHHS/OPHS, Food
and Drug Administration

M. June Horner, Acting Director, Office of Minority Health, DHHS/OPHS, Health Resources and
Services Administration

DeLoris Hunter, PhD, Associate Administrator, Office of Minority Health, DHHS/OPHS,
Substance Abuse and Mental Health Services Administration

Mireille (Mimi) Kanda, MD, MPH, Director, Health and Disabilities Services, Head Start Bureau,
DHHSOPHS, Adminigration on Children and Families

Thomas Kring, MD, MTH, Acting Deputy Director, DHHS/OPHS, Office of Population Affairs

Leo Nolan, MEd, (represented at the conference by Deborah Méelton), Acting Associate Administrator,
Office of Planning, Evaluation and Legidation, DHHSOPHS, Indian Hedlth Service

John Ruffin, PhD, Associate Director, Office of Research on Minority Health, DHHS/OPHS,
National Institutes of Health
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Edwin Walker, Director, Office of Program Operations and Development, DHHS/OPHS,
Administration on Aging

Walter W. Williams, MD, MPH, Associate Director for Minority Health, DHHS/OPHS, Centers
for Disease Control and Health Prevention

Susan Wood, PhD, Acting Deputy Director for Policy, DHHS/OPHS, Office of Women's Health

Roster of the Work Group to Develop Culturally Sensitive Access to Health Services

Co-Chairperson (US): Guadalupe Pacheco, MSW, Special Assistant to the Director,
DHHS/OPHS, Office of Minority Health

Co-Chairperson (UK): Bryan Harrison, Chief Executive, Forest Healthcare NHS Trust

Marcia Bayne-Smith, DSW, ACSW, Assistant Professor for Urban Studies, Urban Studies
Department, Queen's College-SUNY

Robert J. Carson, Cpt., ACSW, Special Assistant to the Director, DHHS/OPHS, Office of
Minority Health

Gwendolyn Clark, MS, Public Health Analyst, DHHS/OPHS, Health Resources and Services
Administration

Carol Creasy, MS, Director, Office of State and Community Programs, DHHS/OPHS,
Administration on Aging

June L. Dow, Director of Information and Education, DHHS/OPHS, Office of Research

Matthew Guidry, PhD, Senior Advisor to the Director, Office of Disease Prevention and Health
Promotion, DHHS/OPHS, Center for Disease Control and Prevention

R. C. Gupta, Consultant Physician, Chorley and South Ribble District General Hospital

Earl G. Long, PhD, Health Scientist, Office of Minority and Women's Health, National Center for
Infectious Diseases, DHHS/OPHS, Centers for Disease Control and Prevention

Hector MacKenzie, The Scottish Office, Health Gain Division
Fran Page, RN, MPH, Senior Public Health Advisor, DHHS/OPHS, Office of Women's Health

Edward Renford, MS, Chief Executive Officer, Grady Health System
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John Ruffin, PhD, Associate Director, Office of Research on Minority Health, DHHS/OPHS,
National Institutes of Health

Pitambar Somani, MD, PhD, Columbus, Ohio
Kermit Smith, DO, MPH, Chief Medical Officer, DHHS/OPHS, Indian Health Service

Fernando M. Treveno, PhD, MPH, Chairman, Public Health and Preventive Medicine
Department, University of North Texas Health Science Center at Fort Worth

David R. Williams, PhD, MPH, Sr. Associate Research Scientist, Institute for Social Research,
University of Michigan

Advisor to the Work Group: Mary Lou Valdez, MS, International Health Officer, Office of
International and Refugee Health, DHHS/OPHS

Consultant: Blake Crawford, Director, Division of Education and Information, DHHS/OPHS,
Office of Minority Health

Roster of the Work Group to Develop Consumer and Other Grass Roots Voices and the VVoluntary
Sector

Co-Chairperson (US): Gerrie Maccannon, MPA, Special Assistant to the Director, DHHS/OPHS,
Office of Minority Health

Co-Chairperson (UK): Pui-Ling Li, Public Health Consultant, South Thames Regional Office
Professor R. Balarajan, National Institute for Ethnic Studies in Health and Social Policy
Douglass Black, Director, Office of Tribal Activities, DHHS/OPHS, Indian Health Service

Nan Carle, PhD, Advisor on Organizational Effectiveness, DHHS/OPHS, Substance Abuse and
Mental Health Services Administration

Carmella Castellano, JD, Executive Director, California Primary Health Care Association

Moon S. Chen, PhD, MPH, Co-Director, Department of Preventive Medicine, Ohio State
University.

Eugena (Gena) Eckard, MS, Acting Director, DHHS/OPHS, Office of Research

Karen Garthwright, MA, Senior Public Health Analyst, DHHS/OPHS, Office of Minority Health
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Cecilia Gutierrez, Special Assistant, DHHS/OPHS, Office of Women:=s Health
Betty Lee Hawks, Special Assistant to the Director, DHHS/OPHS, Office of Minority Health

Morgan Jackson, MD, MPH, Director, Minority Health Program, DHHS/OPHS, Agency for
Health Care Policy and Research

Antonio Martin, MS, Network Deputy Executive Director, Kings County Hospital

John Ruffin, PhD, Associate Director, Office of Research on Minority Health, DHHS/OPHS,
National Institutes of Health

Samuel Taveras, MEd, Team Leader, Community Assistance, Planning and National Partnership
Branch, Division of HIVV/AIDS Prevention, National Center for HIV, STD, and TB Prevention,
Centers for Disease Control and Prevention

Mary Wallace, MBA, PA, Director, Minority Health, Office of Consumer Affairs, DHHS/OPHS,
Food and Drug Administration

Neil Woodling, NHS Wales Equality Unit, Tal-y-Garn Rehabilitation Centre



