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When Doris Peterson was first diagosed with the are
autoimmune disease sawidosis in 1975, heresponse vas
aWhatthe heck is th&?°Up until that day, Peterson beliewed
her respiraory problems were caused by tubeculosis with
which she had been diagnosed b irmrrectly, as it tuned
out B in 1952. Themix-up of these tvo diseases \&s a faily
common occurrence throughoutmuch of the ealy 20th
century, but Retersonknew none of this at the timeand was
simply concerned about hetnew®disease of sarcoidosis.

An Interview with Doris Peterson

Today things are much diférent for Reterson. At age 70,
she has beenacognizedas one of Chicagemost valuable
citizens she serves as executive diredor of the Chicago
Souhside Sromidosis Suppot Group,which she ofounded,
and she has speéncountless hours mertoring young
people as vell as wlunteering her eforts and adwocating
for a rumber of causesShe has been a model of Wwoto
persevee with humor and lwe in the face of tying events
and physical challenges.

The adversity in Retersoris life eclipses wha most peoge
will ever experiene, but each time, Bterson has faed
difficult events with courage, moved beyond them to
educate herself, and then passed th&nowledge along
to others. She has demonstited this time and agin. h
1976, Rtersoris father waskilled. In response,she became
an adwcate for victims of violen crime and helped
establish the first homedr battered women in the cify.
When Retersonwas diagnosedwith sarcoidosis she helped
found the sacoidosis suppot group. And when her ousin
battled alcoholabuse during his job as a éman, she began

Doris Peterson was recently induc ted into Chicago's
2007 Senior Citizens Hall of Fame for her tir eless efforts
on behalf of sarcoidosis sufferers, public housing
residents, and emergency responders, to name only a
few of the causes that have engaged her. The Buehler
Center on Aging, Health & Society in conjunction
with Dr. Joshua Hauser is poud to have nominated
Ms Reterson for this honor. ©h August 2007, Buehler
Center staff members Jonahan Masin-Peters and Maia
Feigon met with Peterson at her home in Chicago.

continued on p. 12

What is Sarcoidosis? Brief History
Sacoidosis is a disease thafeatured prominently in
Sacoidosis is a multi-system disease many news stoies in the summer of 2007, ven major

media outlets began eporting on an Abert Einstein
Which can aled any organ in the body, but ozurs in Colege _of I\_/Edicine study elating to increasing rates
the lungs 90% of the time. of sacoidosis amongWoild Trade CGenter emegency
regponders. The study found that in the years bllowing
Sepember 11, 2001, fe'ghters aquired saroidosis & 5
times the nomal rate, with 26 "re"'ghters @ntracting the
disease But a diect causal link betveen sacoidosis and
Itis fatal between 5% and 10% of the time. environmental fadors, while highly plausible remains

unproven aimost a @ntury and half afer Biitish doctor

Jonathan Hutchinson "rg descibed the disease in 1869

Synptoms include faigue, shortnesof breath, chest
pain, dry cough and blurred vision.

continued on p.11
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Linda L. Emanuel, MD, PhD Buehler
Center director, published seeral
papers in ecert months, including
aThe Dying Role? which appeaed in
the Jounal of Rlliative MedicineWih
Dr. Cela Berdes she wiote a paper
entitted 2Residem-Centered Cae
and Ratient Sakty: A Hbrid Vidon
for Nursing Home® which has been
acceptd for presentdion at the Gerontological Sodety of
America's60th Annual Kienti" cMeeting. DrEmanuel also
traveled to hdia in August, whereshe was instrumenal
in inaugurating the EPEC+India gject on pallidive and
end-of-life care In ©njunction with Dr. Lavrence Libach,
she has edited aextbook ertitled 2Paliative Cae: ©re
Skilland Clinical @mpetencie®meantto assist health car
professionals as ell as family members and polanakers
Dr. Emanuel is also irolved in implementing the Ratient
Sakty Education Prgect (PSEP) as well as theofect on
Deweloping a Neseéd Whole-Person-Carésude: reeing
& Bvaluating Steps (NES)funded by the AmericanCarcer
Sodety and @ntinuing to sewve as Rincipal for multiple

Educationin Pallativeand Endef-Life Gare (EPEC) projects

including EPEC EmgencyMedicine, EPEC &egiver and
EPEC-India.

Chih-Hung Chang, PhD, the
director of the Methodology and
Infometrics Sedion at the Buehler
Certer, published a numbeopf atticles
recently. They ae aMeasuring Patent
Views of Phydscian mmunication
Skills: Development and Testing of
the Gommunication AssessmentTool?
in Patent HElucation and ®unseling
in August 20072Assessing the BrceivedStress $ale br
African American Adults with Asthma and low Literacy®
in the May 2007 issue of thdounal of Athma QQudity of
Life Assessmentin Women with Beast Gincer. Bene'ts,
Acceptability and Uilization? in Health and Qality of
Life Qutcomesin Ma 2007;2Measuring Patent Views
of Physician mmunication Skills:Dewelopment and
Teding of the @mmunication AssessmentToollin Paient
Edication and ©unselingin 2007; A 6-itm Bief Measure
for Assessing Brceived Control of Asthma in Qilturally
Diverse Paients? in the Annds of Allegy, Ashma and
Immunologyin August 2007; and Ve atticles in 2007in
Quidlity of Life Reseetn: Applying ltem Response heory
to EnhanceHealth Qutcomes Assessmertt; 2Developing
Talored Ingruments: Item Banking and @mputerized
Adaptive Assessmenf; Methodological Issues dr
Building tem Banks and ©mputerized Adaptive Scdes®;
38|RTHealth Qutcomes Dda AnalysisPrgect: An Overview
and Summay®, and @Ratient-reported Oucomes,
Measuremert and Managemert with Innovative
Methodologies and Technologies® The atticle 2Uiinary
Incontinence and If-Repoted Health among the US.
MedicareBere"ciarie® is to appear in thelounal of A&ing
and Healthin the summer of 2008.

Dr.Chang is alsod presenta poster orfAssessing the Rin
Experiene in Geriatric Oncology A §stematic Revew? at
the Midwest Pan Society's 31st Annual Sienti" c Sesion
in late October. Dr. Chang has also beemarded funding
by the Naional Institutes of Health (NIH)f seweral new
projects.These include an R2Dbf3A S/stem for Interactive
Assessment and Managemen in Palliative Cae® and
an RO3 dr the @Unbiased Azheimers Gregiver Health
Assassment® In addition, Dr Chang ves irvited to serve
on the edirial board ofClinicalMedicine: @cologyand
as editor in chief oClinical Medicine: Geriatrics

Dr. Chang is also wrking on an NIHxfundedgrant, A
Sydem for Interactive Assessment and Management
in Palliative Cae®The main goals of this mject areto
identify and re"ne the domains of pallidve care using
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existing theoretical fameworks as a guide;ampile the
items for a rnultidimensional pallidive care item bank,
drawing from existing measures and suppleméng with
newly witten items; empirically onstruct a palligive
care itembank using item esponse theoy;and pilot test
a omputerized adaptivetesting platform to dynamically

administer palliative care assessment in clinical settings.

Hyung W. Kim, PhD recently
joined the Buehler €nter and is
a ollaborator on several projects.
Dr. Kimis research interestis in the
development and implemertation
of stdistical methods in the desig
and analysis of clinical i@ls ©
improve logistics and e# cency of
the curent practice in the "eld of
cancer research. DKimwill be overseeing the ompilation
and stdistical analwis for all Bucation and Endef-Life
Cae Rojects (EPE@) well as the ®jecton Developing a
NestedWhole Rerson-CareGuide: $reening& Braluation
Steps (NEST).

Denys T Lau, PhD, director of the
Health Srvices Ealuation & Policy
Sedion at the Buehler €nter will
have three pesentdions a the 2007
Gewontological Sodety of America
60th Annual Meeting in Nozember in
San Flancis®. He will be pesenting
a poster etitled 2Eldersof Japanese
AncestryWho Live Alone andWho Live
in Suburban Aeas: A Needs gsessmeng at the lllinois
Gowernor's Cowncil on Aging and a paper odMedication
Prioritization and Redicted @st-Relaeéd Non-Adherence
among Older Adults: fliminary Findings® and a
presentation on ResidentCentered Cae and Ratient
Sakty in conjunction with Dr. Glia Berdes He is soond
have @Nacotic Drug Use fgong Lower Back RBin Ratients
in Employer Health Hans: A Rtrospective Analysis of
Rik Factors and Health @re SewiceP published in the
November issue ofClinicalTheapeutics Additionally, Dr.
Lau is "hishing a Unied Wayfunded project assessing the
needs of isoléed Jgpanese Anerican seniorsDr. Lau also
received an NIH KO1 avard for family caegiving skills in
elective medication management for hospg pdients,
the main goals of which are to delop the oncept of
caregyving skills in eledive medication managemety to
develop, r"ne, and validate an instrumert to measue
caregving sklls in eledive medication management
(CGSEMM instrumet); and to xamine the diect and
indirect relationshipsamong caegiving sklls in e!edive
medication managemen, caregiver charateristics,
patient health status, and caregiver confence.

continued on p. 4
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Kelly Michelson, MD, conducts David Green, MD, PhD

resarch in the Rediatric Intensive John Halderman, MD
Cae Unit (PICU) on endflife Martin Hatlie, JD
decision making and palligave care. Allen Heinemann, PHD
With funding from the Naional Judith Hills, MD
Ingitute of Child Health and Human Tersita Hogan, MD
Dewelopment, her curent project, Marsha Kge, RN, MSN
entitted 2Dewloping a Rdiatric Janardan Khandekar, MD
Advance Cae Worksheet® uses Vivek Khemka, MD
gualitative and quartitative methods b dewlop an Ekie Kikulie, MD
intervention that aims to impove end-of-life decision Roemary King, PhD
making in the PICU. DrMichelson ecertly won an Kristi Kirschner, MD
Nationd Institutes of Health K23 rgnt, e!ective for "ve Saa Knigh, PhD
years of research on the projec Terri Kovach, PhD

Lawrence Librach, MD
David Liebovitz, MD

Stecy Lindau, MD
Kimberly Matthews, MA, LCPC
June McKg, MD, JD, MPH
Anne Merriman, MD
Michael Meschenberg
Kathryn Montgomery, PhD
Sardra MoodyAyers, MD
Darby Morhardt, MSW
Kevin Osgood, MD

Judith Paie,RN, PhD
Stuart Pinkwater, PsyD
Judith Rietjens, MSc, a \siting scholar fom the Tammie Quest, MD
Netherlands had her paper@Harsing a Di#cut Time Helene Raidl, LCSW
Leaving: Expeiences and Attitudes of Nurses with R. Rajagopal, MD
Paliative Sedation? published in the @tober issue of YongJoo Rhee, PhD
Paliative Medicine @authors on the paper wre Dr. Linda Virginia Richardson, PhD

Emanuel and Dr. Joshua Hauser. Sheetsirning to the Judith Rietjens, MSc
Buehler @nter for a biief visit to ®ntinue her esearch in Steven Rosen, MD
palliative cae. Amy Schigelone, PhD
Robert Schrauf, PhD
Buehler Certer A" liates Lydia Sebuyira, BM, BCh, BA, MA, MRCP
Joel Shalowitz, MD
Adnan Arseven, MD Tim Shaw, PhD
David Baker, MD, MPH Myles Sheehan, SJ, MD
Charles Bennett, MD, PhD, MPP Pada Tanabe, RN, PhD
Nicole Brodsly, PhD Sartiago Toledo, MD
Elizabeth Calhoun, PhD James van den Bosch
John Disterhoft, PhD Charles von Guen, MD
Pery Eddman, PhD Menmilyn Walton, PhD
Bedrice Edwards, PhD Sardra\Wentraub, PhD
Frank Feris, MD Kaen Weiss, MD
Michael Gisondi, MD Whitney Whitt, PhD, MPH
William Gradishar, MD Der ShungYarg, PhD
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Rokert Zalenski, MD
Phyllis Zee, MD, PhD
Laurie Zoloth, PhD

Buehler Certer Members

Deborah Reed, MD
Elizabeth Rochford, RN, MSN, CNP
Elliot Roth, MD

Aryeh Routtenberg, PhD
Lidia Schapira, MD
Herbert Sier, MD

Alan Smookler, MD
Lydia Torrese, MSN, RN
Martha Twaddle, MD
Hunt Unger, Dr.iur/NCC
Atul Wad, PhD

Michele Wol!, MSMFT
Lijing Yan, PhD, MPH

Mary Jarzebowski was aaepted into Oxford Medical
Sclool in O«ford, England. Mary returned to the UK afier
spending time ®nducting research and mordinating
several of the EPEC projects at the Buehler Center.

Theresa Kowalski and Dr Chih-Hung Chang had an
abstrad accepted for presention at the 14th Anual
Meeting of the hternational Society for Quality of Life
Re®arch.Theabstrad, entitled 2PainAssessmentin Gero-
Oncology. A §stematic Revew? focuses on hav pain
assessments positively aleatlinical decision maing in
gero-oncology and impove communication between
physicians and p#ents; suggests vaysto overcome the
barriers to the use of pain assessment instruntenand
discusses future déctionsin the "eld of get-oncology
pain assessmen

Steve Rearson completed the October 7, 2007, Laflle
Bank Chicago Mrathon in 4 hours and 9 minwgs. Steve
is an acomplished runner who has @mpleted multiple
races and marathons.

Alex Sanger wasaaepted into the Mastersin Social Work
(MSW) progam at Loyola Uniwersity Chicago, where she
wasawardeda graduate assistatship. Alexisadditionally
enrolled in the Evoke program at loyola, a campuswide
initiative operated by the Division of Mission and iMistry
to help studerts, faculty and sta! explore and deepen
their understanding of their vocational callings.

TheBuwehler G&nter would like to welcomeAndrew Harris,
Ledie Halpern and Lauren Neson. Haris moved to
Chicago fom Kertucky. He iswrking on the Ritient Sakty
Education Prgect (PSEP), EPE@dépendent Distane
Leaning (EPEC-IDL) and EPEe@iver projects. Halpern
is a ecert graduate of Nothwestem Uniwersity. She is
working on Dr. Chang @Assessing Mitidimensional Riin
in Gero-Oncology: A Clinical mfometrics Approach? and
on Dr. Lats project on medicdion prioritization. Nelson
is a thid-year medical studehat Northwestem's Fenberg
Sclool of Medicine. She is wrking on Dr Emanue$
aDeweloping a Needs tthe Endof-Life Sreening Tool
(NESTWhole-Person-Care Guidegroject.
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continued from p. 5

June EPEC conference ilVashington, D.C.

This years EPECTrain-the-Trainer® oconference was
held at the Omni Shoreham Hotel ikvasington, D.C
Healthcareclinicians fom acioss the ountry took part in
exercises desiged to enhance teaching skills and imgve
palliative and end-of-life care skills.

EPEC+EM Beta Conference held in Chicago

TheEREC EmagencyMedicine
Conference (EPEC-EM) as
held last August at the ®lare
Hilton hotel and included beta
testing of the new curiculum.
More than 40 dotors, nurses,
and social wrkers dtended
the two-day alair. This was
the "rda ever palligive and
end-of-life care education
conference speci'tally geaed
to emergencg room providers.

Aspart of the EPEGTrain-the-Trainer® division, clinicians
were taught content about end-of-life and pallidive care
and were trainedin teaching tchniques and sis. These
trainers will then eturn to their home institutions o

teach an additional 3,000 end userincluding esidents
and healthcare colleagues outside the ainers' home

institutions. Rarticipants atended flom all over the United

Staes and Canada. Fundingof this pioject is provided

through the National Institutes of Health.

i |

ON g
PALLIATIVE MEDICINE IN INDIA"

,__ AUGUST 16,17 « 18,2007
y IN'I'EIINATIOHAI. EDUCATIONAL GONFEHEJ
AR 3 s Harvard Auditorium.

SF| RAMATHANDRA UNMERSITY,

Dr Linda Emanuel, Buehler Genter Director, acepting the2 shawl of
honor® from EPEC-India colleagues
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EPECzIndia Conference

Collaborators of the EPEC-India project

The"rst ever EPEC+Indiartferenceon pallidive and end-
of-life care took plae this past August at Srigdfhachandra
Universily in Chennai, dia. The project has eceived
strong support frominstitutions in hdia as vell as aboad.
This curiculum consistedof 22 modules and plearies and
a videotape of Lance #nstrong as a €atured speaker. Dr
M. R. Rjagopal,who workedon this piojectin conjunction
with the Buehler @nter,wasfeatured in the September 11
edition of TheNeav York Tmes which pio" led his pioneeing
work as the &father of palliative cat@ India.

For the occasion, Dr Emanuel, who msenied the EPEC
curriculum in Chennai, acepted a&shawl of honor® on
behalf of EPECadlia and the enire EPEC ganization.
This program made possible ®» the Lane Armstrong
Foundation.

Dr Michael Preodor teaching at the September
EPEC Conference in San Juan, PuerRico




Buehler Cernter Conference and Research Hws

Education in Palliative and End-of-life Care in

In partnership with the U.S. Bpartment of Veterans Emergency Medicine (EPEC-EM)will be hosting its
Al airs in San JuanuBrto Rco EPEC hosted abnference second Train-the-Trainer® workshop February 27 and
September 24+26 in San Juart the San JuanWater and 28 in New Oleans,LA with support fom a gant from
Beach Club Hoel. Spearheadedy Dr. Ranon Rodrigues, the National Institutes of Health.

this conference brougtt together 30 dtendees fom the

VAsysem in Rierto Rco and followed the format for prior PSEPwill host its "re #Train-the-Trainer® workshop
aTrain the Traner® courses Funding br this onference May 30-Juwne 1 in Rtsburgh, PAin conjunction with the
was provided through the National Institutes of Health. Jewish Healthcaredundation (JH) and the Rtsburgh

Regonal Healthcare Initiative (PRHI).
Education in Palliative and End-of-lif e CGare for Long
Term Care (EPEC-LT)hosteda mnferenceat Presybterian Visualizing Hope Project
Homes on Otber 25-26 for 50 participants.

Future conferences

TheVsualizing Hope Bojectbegan in July aPresbyterian
Homes in onjunction with Lill Sreet Studio. It will study
the el ed of visual ats programs and their abity to
decrease depressiorand increase social engageent

The upcoming EHREC Rofessional Development
Workshop (PDW) will be held on Januar 25 and 26 in
Atlanta, GA at the Emor Gnvention Center and will Residents of the Highlands of Presbyterian Homes work with

include a special trackof Master Fadlitators involved in ceramicist and teacher Gathy Bouzide as part of the Visualizing
Hope project

the Patient Safety Education Project (PSEP) . continued on p. 8



in elderly living in assisted living facilities oittanding
adult day cae aenters.This pojectis being diected by Dr
Joshua Hauser and Dr. CeliarBesand is suppoted by a
Johnson & Johnsonmant from the Sciety for the Arts in
Healthcare.

Update on Education and End-of-Life Care (EPEC)
The Education in Endof-life and Rilliative Cae (EPEC
project educaes healthcare proessionals on the essdial

clinical @mpetenciesin palligive care EPEC has also

grown to include specialized lanches of palliive care in
Emergeny Medicine (EPEC-EM), Oncology (EPECeng-
Tem Care (EPEC-C)and has onducted conferences in
India and Pueto Riw.

EPEC is pleased to work with:

EPEC Core:

Marsha Kge, RN, MSN

Assstant Director, Clinical Education Center
Northwestern University

Hyung Wbo Kim, PhD
Assstant Rofessor, Revertive Medicine
Northwestern University Feinberg School of Medicine

EPEC lIteractive Distance Learning:

Arthur Derse, MD, JD

Clinical Professor of Bioethics and Emergency Medicine
Assaiate Director and Diector of Medical and é&gal
Al airs

Certer for the Study of Bioethics

Medical College oWVisconsin

Marsha Kge, RN, MSN
Assstant Director, Clinical Education Center
Northwestern University

Hyung Wobo Kim, PhD
Assstant Rofessor, Revertive Medicine
Northwestern University Feinberg School of Medicine

David M. Liebovitz, MD
Assstant Rofessor, Division of Generalternal Medicine
Northwestern University Feinberg School of Medicine

William McGahie, PhD
Professor, Medical Education and Preventive Medicine
Northwestern University Feinberg School of Medicine

Judy Paie,PhD RN, FAAN

Praessor, Re®arch, Division of
Oncology

Northwestern University Feinberg School of Medicine

Hem#ology/

EPEC Emergency Medicine:

William McGahie, PhD

Prafessor, Medical Education and Preventive Medicine
Northwestern University Feinberg School of Medicine

Michael A. Gisondi, MD

Assstant Prdfessor, Department of
Medicine

Assaiate Dire¢or, Residency Program
Northwestern University Feinberg School of Medicine

Emegency

Hyung Woo Kim, PhD
Assstant Rofessor, Revertive Medicine
Northwestern University Feinberg School of Medicine

Kevin A. Osgood, MD
Asstant RofessorCT,Clinician Eductr
Emory University School of Medicine

Tammie E. Quest, MD
Assaiate ProfessolCT Clinician Edudar
Emory University School of Medicine

Pada Tanabe, PhD, RN, MPH
RegarchAssstantPrafessor,Department of Emegency
Medicine

Northwestern University Feinberg School of Medicine

Update on the Patient Safety Education Project

(PSEP)

The Pdient Sakty Education Prgect (PSEP) in
combination with the Uniwersity of Sydney, Audralia,

recently completed its curiculum to educae and

train health professionalsin improved patient safety
methods. The curriculum was funded though both

the Galifornia Healthcare &undation as well as the
Commonwealth Fund. Additionally, the project

received an awvard from the Zell @nter for Rsk

Management at Northwegern's Kdlogg School of
Management to continue the curiculum and biing

in master facilitéors and an advisor board. The "rst

beta test of the PSEP aiculum will occur in the

springof 2008 in Rtsburgh and is funded though the

Jewish Healthcaredundation in conjunction with the

Pittsburgh Regional Health Initiatis.
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PSEP is pleased to work with:

John Combes, MD
President and COO
Certer for Healthcare Geemance

Martin Hatlie, JD
President
Parttnership for Ritient Safety

Joel Shalowitz, MD, MBA

President and Diretor

Health Industry Management Program
Northwestern University

Merrilyn Walton, PhD

Prdfessor

Certre for Innovation in Rofessional Health &ucation
and Research (CIPHER)

University of Sydney

Tim Shaw, PhD

Assaiate Professor

Certre for Innovation in Rofessional Health &ucation
and Research (CIPHER)

University of Sydney

12th Annual Eckenho! Lecture

The 12h Annual Ekenho! Lecture is scheduled dr
October 29 from 3 to 4 p.m. in ther®Pzker Auditorium
of Northwestem Memorial Hospital locded at 251 E
Huron, Chicago, IL. J Lary
Jameson, MD, WD, Viee
President for Medical Aairs and
Lewis Landsbeg Dean of the
Fenberg School of Medicine,
Northwestern  Uniwersity  will
introduce this years speaker
Martha L. Twaddle, MD, FACP,
FAAHPM. Dr. waddle is a
nationally recognized expert
in the "eld of palligive care.
She is the ecipient of the 2001
Stephen A. Weisman Humanitarian #vard for Cancer
Cae.She is also the Chief Medica#©er for the Mdwest
Paliative and Hospice @re Certer, the president of the
board of directors of the Anerican Academy of Hospi@

and Ralliative Medicine,and seveson Ndional Institute
of HealtHs Pan and Rilliative Cae Board. This ledure
seriesis made possible ¥ the geneous support of the
Eclenho! family.

Prenti ce Women's Hospital Opens

Northwegern Memorials Prentice Women's Hospital
opened on @turday, October 20th. The new hospital
contains all pivate rooms with daybeds for visitors and
internet access addition to a women's health enter
and a neondal intensive care unit,the hospital also has
private rooms for cancer care patients.

Contributions Made in Honor of James Webster, MD

Nick Karahalios a etired worker of the Metropolitan
Santary Distrid¢ of Geater Chicago and aetired Cook
Cownty  Deputy  Sheri!
passed avay on Saurday,
Sepgember 22 at the age
of 95. In lieu of bwers, the
Kamahalios family equested
that memorialsbe made in
honor of JamesWebster,
MD, Emeritus Dirdor of
the Buehler @nter.Over 15
families made ontributions
in his name otaling over
James Webster, MD +1200. The Bwehler G&nter
would like © thank all friends and familyof Nick
Kamahalios who dong&ed so generously on his behalf
For al those wishing to make a dorien to the Buehler
Certer, gifts may be sent to 750 N. Lake $aDrive.
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Sarcoidosis article (continued)

continued from p. 1

(it was known as Huthinson-Boecls until 1936, when the
term sarcoidosis "rg appeared in theNew Englandalrnal
of Medicing

As one researcher Om P. Shama has stéed: 2SQrcoid
granuloma in the lungs appearsot be an &aggerded
immune response o an inhaled agen of low solubility
and degadability® However he goes on to na, ®iin
sarmid granulomas,no identi" able agent has esr been
convincingly demonstrdaed?

But this lack of 'hding a causal agent is notof lack of
trying. In 1958 TheNew ¥rk Tmesran an aticle with the
headline: Mygery Disease is LinkedtHne: Eastrn Tree
is Singled Out by Sentistsas Likely @use of @rcoidosis®
Two years lder, on June 4, 1960, they ran a niaidentical
headline: ©bscureDisease Linkeda Pollen® This aticle
outlined a mnference on sarcoidosis which bok plae
in Washington D.C with scientists fom 9 @untries, and
where a ine theory®of the diseasts etiology was o! ered.
Both of these aticles noed however, that the evidene for
these causes was cumstantial and that thee was little
clinical evidence of a link.

Almost a half entury laer, Sharma nats tha the verdict
is essetially the same2Numerous contributing factors,
including occupation, hobbies, pets, alcohpltobacco,
place of residence family hisbry, and use of drugshave
been analyzed, but no relationship has been foutd

Current Diagnosis and Treatment

Diagnosis According to the Foundation for Sacoidosis
Re®arch(FSR), diagpsis is normally aived a by excluding
other granuloma-forming diseases which ma have
similar sympbms to sacoidosis This can make diagosis
a challenge That said,common tools for detection of the
disease include chest-rys, lung biopsies "ber optic
bronchoscopy proceduresand PH scans Medical hisbry
and physical examindion are central components of
diagnosis as well.

Treatment Treatment varies depending on the disease
severityin each pdient. Gurrent drugs used in teatment
include in*ammation-reducing @rticosteroids such
as ortisone, prednisone and pednisolone as vell as
immunosuppressamn drugs such as methaxtrate and
mycophenalae, among others. Alditionally, the FSR
website (www.stopsatoidosis.com)has inbrmation on
current clinical trials, as well as potential treatments.




Peterson article (continued)

continued from p. 1

working on a symposium for fefighters and emegency
responders © help them deal with the stress and anxiet
of their jobs.

Wha is it tha has allaved Pderson o recover her health,
strength, and morale and adjust to ciumstanes about
which she has dén had little say? h spealing with her,
three elements stand out: stging adive, cultivating
extended family and fiends,and mairtaining a sense of
humor about life.

Staying active

Peterson sgsthat she has been atve ever sinceshe was
a child and gained much of her energyoim her paents.
Her adive streak carriedver into adult life, evidencedby
an episode éllowing major lung sugeryin 19752When |
had the sugery, they told me not to dive. But a veek lder,
| decided | had to do stuff, so | justalre. And | bused a
couple of stitche$.She adds, @I'm not one to sit arourfd

Petersons outlook on mainaining an adive life was
reinforced by what she sav when she verked in senior
housing fr the city of Chicago in the 19703viany of
the seniors she wrked with, she s§s, were extremely
sedentary and often became depressed as a result.

Peterson nokd that this gycle of inadivity and depession
was egecially true of one goup she worked with.

Peterson £lt they had the poential to maintain an adive

life but that they just needed a little pydding. So one

day, she e@plains,she said to the goup: aVhy don't we

just go in the ktchen and play around with some dod?

How about cooking something?°The group progressed
to the point, Peterson sgs,2where four of those seniors
could cook their tails off And so once a month they get

together and hae a big lunch in the dining oom. Their

whole attitude changec.

Petersons own adivity level is &tremely high B
especially gven thatshe not only has sapidosis but also
was diagnosed with Parkinsoris disease in 2001. very
weekday she is up at 5 a.m. and is busytiis p.m., with
time off on the weekends,when, she sgs, her kids take
the car keys from her so that she wded to relax. What
compels her to maintain such an tanse schedule?|f
you keep busy and hge a life, you don't have time to sit
around and complain and el sory for yourself. And if

you are sicly, or you have chronic illness then you [can]
go into depression, and | aiingot time for that°

Her curent work leaes \erylittle time for her © sit aound.
She haswo largetasks at pesent:continuing in her ole
as eautive diredor of the Chicago Buthside Srcoidosis
Support Groupand planning a seend annual Gtober
symposium for firefighers and emergency responder

Inher work for the Chicago Buthside Srcoidosis Suppot
Group, Retersonhas made sigificant contributions to the
public's avareness and kowledge of the diseasewhich is
still a mystery to many patierts and een to some dodors.
The disease ocurs mostly in Arican American women
between the ages of 20 and 40 and normallyisas in the
lungs but can aféctother organs as \ell. When sacoidosis
manifestsin the lungs, as in&ersoriscasejt causes small
granulomas b appear D so called becausthey look like
grains of sugar or sand D causing figue, mood swings
and depression.

Themission of the Chicagodthside Srcoidosis Suppot
Group, Reterson sag, is to provide community-based
educationand emotional suppot for those suféring from
the disease, many of whom may be afraid because tbie li
is known about its causes and éatmernt. Petersons ole as
executive diredor is to oganizeand manage the mathly
meetings tha form the core of the group's adivities.
Patticipants are sergd a nutitious meal and listn to
an invited health professional speak about a specifi
topic relevart to sarcoidosis Each apic is esearched in
detail, often by Reterson,and maerial is put bgether in
a packet and disibuted to all patticipants. Al of this is
in line with the goup's focus on educéon rather than
raising funds Therefore sas Peterson, #ve don't chamge
membership; the membershipde is b bring your body
to the meetings?

The other project Peterson is oordinating is an annual
symposium in onjunction with Olive-Harvey ®llege,
City Ollege, and the Chicago ®tice Department. The
purpose of the symposium isd bring attention to the
stressesand pressures that firemerand policemen fae
on a daily basis®Nottoo many citizens areaware of the
stress and pressure that firemen are un@she sayg.



Peterson article (continued)

Like many of her awvities, this one gew out of her
personal eperiena. Her cousin vas a fiefighter, and to
deal with the stess of his wrk, sgysPeterson, he tuned to
alcohol, eventually becomingan almholic. Her sympahy
for fremen and emegency regponders became egn
stronger this summer when,on June 16, my gandson
wasmurdered,four doors fom here,and when they came
they had a dead body to deal withCentral to helping
Peterson ope with such eents has been her abili to
cultivate strong social ties, both with her immedia and
extended family and her network of friends.

Extended family

Petersons cultivation of friendships is evidenin the
philosophy of the @rooidosis Suppot Group, in which
she sgs,2We are more like family, th& the whole key
thing about our goup, we're not just suppoters,we are
family® Aletter excerpt from Cammeal W Bonds of Glostr,
Mississippi, whose daugier died at age 32 of sapidosis,
is testimony to this:

aChicago Souhside Supprt Groupyou al are one in a
million, yu alls supprt haveshined the light imt our

path of darkess We was simply dumb to thedwledge
of this disease.odr supprt, your enlighenment, wur

encouagement ris,your calls Dris--just when | & at ny

lowest?

Just as Ptersoris cultivation of family is evideh in her

current work, it can also be @cedback © her work in

senior housing h 1975, when Btersonwasthe property

manager for Lake Mnor Developmert, she head about

a woman named Eela Baner. Ms. Barnemwho lived in
a public housing deelopment in Chicago, had been
standing in her kchen, along with her five children,

when a stay bullet struck her in the simach and
seveed her spine. She suived but became paaplegic.

Peterson became instrumetal in helping Baner move to

a saér house and equipping it with all of the nessary
modifications. She became good friends with Baar and

still talks to her on a daily basisetersoris support, both

physical and emotional, not only helped Baer recover

but encouraged her to make pogress in her |&. Barner
went on to obtain her omputer programming certificate

and buy her own house and car.

Maintaining a sense of humor

Peterson noes a final elementhat remains @ntral in her
life, and tha is a sense of humor, which, sheysahelps to
give her perspetive. Her wit is on disph for example,
when she talks about being diagpsed with Rrkinsorisin
2001. h discussing thewo diseasesMs Reterson sag: 2@l
have a rich mafs disease and a poor masdisease okay?
Sacoidosis is poor and &kinsorisis rich. | got a messke
up body®

Humor also plgsan important role at the support goup
meetings she oganizes where the childen and family of
those with sacoidosis ae often the ones in need of the
most support and enouragemert. Peterson talks about
how she oten uses humor when speakg to children
about the mood swings their mothers maexperience as
a onsequenceof the disease?ltell them? she says,2you
know what, your mom’s already cray, so overlook that.
Wha we do is we turn it ito a joke?

Using humor as a theapeutic ool further undedines

the exemplary social sils that have helped Reterson

positively affect numerouspeople and ©mmunities.

Raher than channeling her drmidable energy into
individual aspiations, Peterson has onsistertly looked

beyond herself,embodying the classical definition of
friendshipas the @&empt to do what is in the besinterest

of another personWha is emarkable is tha Peterson

has been able @ accomplish so much while keejmg

this traditional notion of fiendship irtact: empowering
others and teating them with love, respect and a sense
of humor.

Peterson ends the iterview by sharing her ecitement
that Dr.Hauser from the Buehleréditer will be sggakingat
the October symposium Btersonis putting together. Of
course,she sgs, she still needs to gze him an invitation,
apecause he doesh know that hes gonna be speakg
yet®When told that he is curently on vacdion, and migh
be had to reach, ¥hat's okay? she saswith a smile 2lll
just take the letter and drop it in his mailbo | know where
he lives®

-- Jonathan Masin-Peters



Human Fador s Engineering

Patient Safety and Human Factors
Engineering

The Buehler Center on Aging, Health and Society
recently began a project highligh ting issues in patient
safety known as the Ratient Safety Education Project
(PSEPR. A e@ntral focus of the curriculum is on the
application of Human Factors Engineering (HFE) b
healthcare. A brief outline of the discipline of HFE is
given below.

Traditionally, modern industrial engineers havdesiged

technology and equipmen with an eye towards achieving

maximum mechanical speed and egency. During Word

War 1, curved windshields vwere introducedon aircraft for

this pumpose, makinghe planes atremely fast Hovever,

these windshields dkn distorted the pilot'svision, makng

the plane harder o *yand land This sigui"cantly alected

the pilot's safety and geneal well being n designing the

planes, engineer$ad failed to take ito accournt a basic
human fador: vision.Thetechnology had been desiged

without referenceto the eventual userforcing the person
to adjust o the equipmert. KimVicente,anengineer fom

the Uniwersityof Toronto, cdls this émechanistic vievy of

design.

In contrast to this approach, a discipline emged in the
1940s called Human detors Engneering (HFE) which
sought to make tchnology and machinery t the end-
user.Inthe case of the cured windshields human fators
engineers redesigned them so that pilot visionband
safetybw ere signi“cantly increased, although the
aircrafts speed was decreased Y 10 mph. The logic
behind this human fators approach vas tha human
safety should not be sadt ced for mechanical supeority,
and its pinciples,while far from pewadvein engineering,
were later applied with sucess in the high-isk nuclear
and aviation industries There is now gowing evidene
that a userfriendly, human-fadors appioach can be
applied to the healthcae industry in order to inease
patient safey.

Whyuse human fators engneeringin healthcae? © give
one example,in an in*uential atticle published in 2002, a
group of Canadiane@searches noted that 2Adverse drug
events are the single leading tlrat to patient sakety?®
They went on to note that analgesics ware the most
common drugs to be iwvolved in adverse drug eents,

and tha nearly half of the time, eor occurred because
of misuse of infusion pump deees The wnventional
response to devie erors such as this has been blame
the individual nurse or opedtor for lack of sk, training,
and/or negligen.This is ommonly referred to as’dame
and shameé culture. The negdive consequencesof this
attitude include a e&ndency to cover up eror, a lack
of leaming from acidents lawvsuits from people who
feel they've been misteated, and, more generaljittle
progress in patient safey.

The Human Factors appoach seeksd turn this logc on
its head HFE ecognizes thatit is oten poor desigh of
technologybit doesn't "t the useBwh ich leads o error,
not individual inmmpetence. HFE theefore ertails a
substantial shiftin the angle from which we view adrse
events.

In the case of the infusion pumpsthe esearchers
noticed that the interfacewhich nurses usedd program

a particular model of infusion pump as etremely

complicated, evenfor nurses who had been using iof

years.This was poblematic because een one smallerror

in programming ould lead to an @erdose of analgesic
In one case, a healthy 19 year olcdoman in Forida died

from this very type of accident.

Theresearches noticed tha there were 27 seps needed
to program the orrect amount of analgesic in the
patient-controlled pump. They reduced the steps b12,

and redesignedthe visual irterfaceto make it easierd

read.Then they testedthe redesignedpump with nurses
who had at least Ve years of eperience with the old

device The reduction of incidents of drug @ncentration

programming errors was reduced from eight to zer

The HFE apppoach does not end with the edesign of
equipment and devies, the so-cdled 2hard® dements
of technology. A comprehensie HFE apmach also
considers the edesign of 3oft® technologies such as
work schedules reporting procedures noise leels, and
supervisoryand training potocols.When deweloped and
applied in such a fashion, HFE hthe potential to yield
major improvements in patient safey.

-- Jonathan Masin-Peters



Palliative Care around the World

Palliative Care in India: Time for Action
Vivek Khemka, MD, @oper Cancer Institute, UMDNJ-RWJ School of Medicine, Camden, & Jersey
This article repritied with permission by thdndo-American Cancer Association (IACA) RevZ)07 issue.

India has a million new carer paients each year, 80%
diagnosed in late stages The cancer pevalene is 2.5
million and 850,000 of them die eachegr. Clearly,
palliative careis an irtegral pat of good caner cae. It

improves quality of life,and equally impotant, shifts the
paradigm from@dying of cancer®t&living with cancer®

In Inda, one million caner pdients require a WHO
step three analgesicMorphine is the most ommon
opioid available. Methadone is manufatured but
almost @mpletely exported. Transdermal fentanyl is
unalordable by most. Less than 1% of the akded have
accessto adequae pain medicines. A per data fom
the International Narcotics @ntrol Board (INCB), ndia
produces 36% of the legal annual global opioidgutuction
of 400 morphine equialent tons. However, researchby
M. R. Rajagopal et.ashavs morphine consumption for
the whole of India is a dismal 142légrams per yar
despite the estimaed amual requirement of morphine
alone being about 36,500ilograms br caner pdients
alone.ThelNCBS estimde for annual requiremert is 9,900
kilograms but irespective of who is orrect, hdia's mary
cancer paients live and die in geat pain and suleling
despite India being théworld's pain reliever®.

There is an ugent need to train physicians and educee
societyabout palligive medicine Athough the Naional
Carcer Cantrol Policy has stessed the needdr palliaive
care servies and taining, no funds have been allocaed.
Even the private sector, which acounts for 80% of all
health care in India, hasompletely ignored this T

addressthese de'ciencies,Linda Emanuel of the EPEC

(Educdion in PRalliative and Endef-life Gare) Prgect at
Northwestern Uniwersity, Chicago and |, with suppor
from the Lan@ Armstrong Foundation, partneed with M.
R. Rjagopal of Palliumrdia and initized the EPEatia
project. We developed the EPEC-India criculum based
on the Indian scieti" ¢, technical, cultura) ethical legal
and economic situation. It is modeled along theigimal
EPEC cuiculum which has become the de fag standard
of palliative medicine education in the US and some other
countries.

The EREC-India curriculum was launched at an
international conferenceat SriRanmachandra Universit in
Chennai, Aigust 16-18th, 2007 nitially a few enters will

train physicians indur week murses using this cuiculum.
Inthe long run, each st will need & least tvo to three
such training @nters which would beome self-sustaining
over time. With adequdae supportand funding the goalis
achievable.

Education is our stongest ol in this elort. The Indo-
American GancerAssacationwill partner to help estabish
training centers across India.

Forfurther information please see: www.iacaweb.com
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