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s I begin this column, my last
as AOSW President, it is still Ma}’ 6_89 2009 years
‘ summer. A hurricane is thre:at— Savannah, GA EXCELLENCE IN
ening the Gulf Coast. The economy is Psyolososil
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declining. Gas prices are high. There S : - -
is much uncertainty in the world. By T wh ol 3 . -8 lll ;
the time this is printed, there will be a g B T = RN
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| We know Les Gallo-Silver will do an P . : i i 1

wann
outstanding job of leading AOSW
into its 25th year. We will hope the
next U.S. President does as well.

A last column by an AOSW President is usually one of
reflection, and so it is here. With one year as President-Elect,
one as President, and a third as Past-President, the goal is to
have continuity of the office while not overburdening the Presi-
dent. I have to say this new 3-year term is very doable. I found it
very helpful to become involved as President-Elect and will
hope to offer support to Les as Past-President. This year seemed

s LEelt 1 . Bt e have mceommphed - fae ammont of et The End@mng ] mpact Of
ting all our legal affairs in order so we can move forward as an

orgarizaton. 25 Years of Advancement
in Psychosocial Care

When Past President Kim Lawson and her task force creat-
ed the new AOSW structure, it was the beginning of a great
deal of change. Now, with a totally redesigned organizational

structure, all n'len.lbgs of the Bc')ard o.f Dlrectors are electe.d. S e T K s e The 2009

The structure is similar to what is familiar to most of us with a brought in a record number of abstract Conference
Director serving as the chair of the standing committees. The submissions—an approximate increase of 30%. Committee

big difference is the role of the Directors at Large (DAL). We e iz ) L AT, e o of the

are still working to find how they can best serve as the connec- abstracts was exiremely high. We chalk that up to David Straseski, .
5 " b Th th DAL 4 f your academic and clinical enthusiasm and desire MSSW, LCSW, OSW-C (Chair)
lon. O MEmbeErs. ere are X ree postions—one tor . to share your knowledge with your colleagues— Melanie Canetta. MSW
Regions 1 and 2, one for Regions 3 and 4, and one for Region although we realize some of you may just want an

5. This structure makes the appointed role of state representa- excuse to come to Savannah! ;Z';‘velfcjs"w"e;'s\"fv‘"cde’ Nagel,
tive very important. The state repre'sentatives v.vill relay issues In planning the conference agenda, we are keeping Battarn o el et
and concerns to the DAL who will, in turn, bring them to the multiple goals in mind, including—providing a rich MSW. LCSW. OSW-C
Board. This is new, and we will continue to massage the roles to  variety of topics, perspectives and authors; ensuring Doretta Stark MA. LICSW
serve the members best. We want to keep the link between the that we offer appropriate and relevant content for all e T

members at all skill levels. Working to meet all of
those goals simultaneously is certainly a challenge See [)age 6 f or
Another big change is having an elected secretary who is but one that is well worth it. special features.’
charged with keeping all the records and documents secure. ‘G‘ 3 We are very excited about the
AOSW has not done a good job of record keeping and we hope 1?@4‘ anticipated conference agenda and
to turn that around. While the secretary does keep the minutes 2 “F thank all of you for already making

for meetings, this position also signs the legal documents. In ,_' this conference feel like a celebration
of AOSW’s success and achievement.

continued on page 2 We look forward to seeing you in Savannah.

members and the Board very strong.
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currently in the positions to correct and update the job descriptions and policies con-
nected to their positions. Thank you to all the directors who helped complete this task.

One of the most important documents of an organization is the bylaws, which give
the organization purpose and structure. They govern the function of the organization.
The bylaws have to comply with the state in which the organization is incorporated.
AOSW is a non-stock corporation in the state of Delaware; therefore, our bylaws must
comply with Delaware law. While the bylaws are very structured according to law, they
also are written in such a way that they can accommodate new situations as they arise.
We were challenged when the ink was barely dry! Our past president resigned and we
had to refer to the bylaws to see how to handle that unforeseen situation. Fortunately,
they served us well. The bylaws are now on the Board of Directors page of the Web site,
and we will have them on the member section of the Web site soon. All members are
welcome to read all our documents at any time.

In addition to our bylaws, we had to rewrite and amend our Certificate of Incorpo-
ration with the state of Delaware. The importance of the certificate is that it states the
purpose and nature of the activities of AOSW. These are our three purposes:

¢ To educate the public and increase public awareness of the psychosocial effects of
cancer on cancer patients and their friends and relatives.

¢ To further the study of the psychosocial effects of cancer on cancer patients and
their friends and relatives.

¢ To educate oncology social work professionals to improve the skills and expertise
of the profession.

We have a registered agent in the state of Delaware who is our contact with the
state. We also have to file papers in the state of Pennsylvania because our management
company is located in Philadelphia. If we change our address or tax status, we have to
let Delaware know. The Certificate of Incorporation also gives the Board of Directors
the right to govern the organization and to amend or appeal the bylaws as needed to
manage AOSW.

The third really important document is our tax exempt status. We are incorporated
as a tax exempt corporation under Section 501(c) (3) of the Internal Revenue Code of
1986, which has been amended from time to time. This status is very important to our
purpose and all our activities. We are an educational charity organization. We are not a
professional organization as many may think. Our purpose is to educate professionals,
the general public, and cancer patients, their families and friends. When we deal with
professional standards we must approach them from the point of view of educating
other social workers to provide the highest standards of care to the cancer patient. As
an example, with the IOM report, we have an incredible opportunity to provide educa-
tion to other professionals as well as the general public about psychosocial care for the
whole patient. This is what we have done for 25 years and we, better than any other
profession, can provide that education.

The final document that helps us know a direction for programs and activities is
our strategic plan. We are completing the plan for 2005-2008. In February, we began
work on our next plan for 2009-2011. The plan is complete and will begin to be

continued on page 3

Vol. 23, No. 4 * October—December 2008



Ar ound AOSW continued from page 2

implemented in 2009. Actually, activities that have already

been started in the summer of 2008 will continue under the
2009-2011 Strategic Plan. In this plan, we have tried to take into
consideration the issues affecting the profession as a whole and
also allow for new issues that might arise in the next three years.
All plans are ambitious, which is good. All goals are not reached,
which is also okay. That you try to reach a goal is important, but to
recognize that sometimes they aren’t possible is also important.
The new plan is somewhat conservative, with recognition of the
economy at the forefront. There are basically four areas around
which all goals are based. Those goals are:

®  Psychosocial Standards—Information and guidelines
for professionals, institutions, and the consumer public.

®  Psychosocial Development—Maximize education and
training opportunities.

*  Membership—Maximize member recruitment and retention.
¢ Financial Management—Maximize financial health.
Again, by keeping the goals fairly simple, we allow ourselves

the ability to take advantage of opportunities as they arise. We
can also be creative and attempt things that we had not envi-

sioned when the plan was put to paper. So as the bylaws are
structured in such a way to allow room to govern, the strategic
plan is written to allow growth where it is possible and activities
that occur as AOSW moves forward. One last word about the
strategic plan. While the Board of Directors creates the plan for
the next three years, it depends on the entire organization to
help achieve the goals. We know the range of talent and skills in
AOSW is without comparison. Together we will achieve our goals.

In closing, I want to thank AOSW for the opportunities it
has given me. Not just this year, but for all its 25 years of sup-
port for an oncology social worker in a small town in Florida.
Through my professional organization, I have created a parallel
life that has enabled me to learn from so many talented and
skilled oncology social workers in this incredible profession. In
a job I love and have been in for 25 years, my world has been
broadened and enriched through all the wonderful people I
have met through AOSW. It has been my privilege to serve as
your president. I hope I been able to give back a little of what
AOSW has given me. One last word to all the young oncology
social workers: Become involved in AOSW, volunteer for com-
mittees, work on a conference, run for office, become a leader
in AOSW. It is an incredible opportunity that will add to your
professional growth! And—it is great fun!

Author contact: president@aosw.org

SWORG REPORT

AOSW at IPOS

Brad Zebrack, PhD, MSW, MPH

ALUDOS! In the best interests of promoting AOSW’s

mission— 1710 advance excellence in the psychosocial care of

persons with cancer, their families, and caregivers through net-
working, education, advocacy, research and resource development—
I share with you notes from the International Psycho-Oncology
Society (IPOS) meeting in Madrid, Spain in June. Several social
work faculty from AOSW and APOSW presented papers at the
meeting. Julianne Oktay, PhD, from the University of Maryland
School of Social Work, reported on what she learned at the meet-
ing and thought you would be interested to hear a little about
what is going on around the world. Barbara Jones, PhD, MSW,
University of Texas at Austin; Karen Kayser, PhD, Boston Col-
lege; and Matt Loscalzo, MSW, City of Hope National Medical
Center, Duarte, CA also were in attendance and contributed
to this report.

Comprehensive Psychosocial Oncology Services

As the U.S. moves into a more systematic approach to
integrating psychosocial services into oncology settings (and
for oncology patients and families in community settings), we
can look to the experience of our colleagues in other parts of the
world who are far ahead of us in developing national or regional
systems for psychosocial oncology services (and research). The
Europeans and Australians have developed systems to screen
all oncology patients for psychological distress, and to provide
services to those whose screen indicates high scores.

Role of social work. One thing you realize when you come
to an international conference like this is that the U.S. is really
different in many ways from other countries with respect to social
work. There were very few social workers at this conference, and
this reflects the fact that social workers in Europe are more like
our BSWs, or even something more like an AA (vocational)
degree. They generally focus on practical things and they do not
do counseling. The “clinical” work in Europe is done by psychol-
ogists and psychiatrists. In other countries, “psycho-oncology” is
rapidly growing as a field, and many of the oncology centers and
educational programs are offering special training for health
professionals in “psycho-oncology.” I was very happy to see that
these programs are interdisciplinary. I met several European
physicians at this conference who have taken that training and
who are working to provide more psychosocial oncology services
in their centers. (These are oncologists—not psychiatrists!)

Screening process. Screening patients (and families) for
psychosocial needs is an essential component of a comprehen-
sive psycho-oncology program. There were many papers on
screening tools at the IPOS conference. Many are using the
“distress thermometer.” Several studies compared the results of
the distress thermometer with other longer instruments, and
found outcomes as good—one study used only two questions
and had comparable results. Another screening instrument was
from Matt Loscalzo, called “How Can We Help You and Your

continued on page 4
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Family?,” which he has in a touch screen format that is easy to
use. It has the advantage of including many social issues such as
finances and transportation that are not covered in the distress
thermometer. The disadvantage, of course, is that it is a longer
instrument (it takes 6 minutes to complete). It needs more test-
ing, too. Some feedback shows that it gets larger numbers of
“positive screens,” since it screens more broadly than other
instruments that look only at emotional distress.

continued from page 3

Providing psychosocial services in a comprehensive system.
When there is universal screening, a large number of people
come up as needing further assessment or services. Studies are
also looking at whether all positive screens actually need services.
Many do not respond to outreach, saying that they will handle
it on their own. Also, lack of manpower makes it impossible (at
this point, anyway) for social workers or others (psychologists,
psychiatrists) to see everyone who screens positive. One direction
(much seems to be coming from Australia) is to develop
materials such as decision aids and educational materials that
provide psychosocial services with minimal staff. Decision aids,
for example, provide a great deal of information and guide
the patient through treatment decisions such as genetic testing.
In the U.S., similar materials could be developed and tested for
financial problems, etc. Other ideas being tested are tele-counsel-
ing and distance support groups. This may be the direction of
the future, with social workers seeing the most severe or complex
cases and many with psychosocial problems getting some kind of
“lite” service.

Another way some systems are dealing with this issue is
through training all staff in the oncology center (including
nurses aides, even janitorial staff) in psychosocial skills, such as
making a referral (if a patient is crying, for example, or a cou-
ple fighting), or just listening skills, avoiding inappropriate
remarks (e.g., false reassurance).

I imagine the recommendations of the new Institute of
Medicine report will soon work their way into practice standards,
and oncology centers will need to demonstrate that they meet
them. Social workers have an opportunity here to influence how
this will be done, and we need to think about solutions that are
more realistic than “everyone needs to see a social worker.”

Support Groups

There were several papers asking questions about support
groups. The field has moved past the basic question of “Do
They Work?” and is now looking into questions on what type of
group works best with what type of patient. Several seemed to
be suggesting that patients with particular coping styles (e.g.,
“fighting spirit”) were more interested in socio-emotional sup-
port groups than patients with a more avoidant or
hopeless/helpless coping style.

I gave a paper based on my work at Mercy Medical Center
with Susan Scarvalone (some of you may know her from pedi-
atric social work oncology when she used to work at Hopkins).
We are working in a program to help breast cancer survivors
who have persistent fatigue after treatment is over. My paper
was based on our 10 session mind-body medicine group, which
has good results using before and after measurements. We also

Page 4

presented some preliminary findings from our current study
comparing the fatigue program to a similar program that
involves family members.

There was a whole session on fatigue at IPOS. Most of the
papers were looking at questions like “How many women have
fatigue...when do they have fatigue... before treatment? During
treatment? After treatment?” and “What do we know about
what works to combat or prevent it?” (Findings are conflicting.)

Services for caregivers, partners. I went to one interesting
session that Matthew Loscalzo organized on gender and oncolo-
gy services. Several of the papers went over the data showing
that women consistently come out more distressed than men,
whether they are the patient or the caregiver. For prostate can-
cer patients, the wives tend to come out more distressed than
the patients. Matt provided an explanation based on basic gen-
der differences in how men and women respond to stress. He
and Mark Heyison have developed a program for male care-
givers (Men Against Breast Cancer) that helps couples identify
ways to be more helpful to each other based on this model.
Another paper reported success with support groups for men
with sexual dysfunction after prostate cancer, but admitted that
it is was very hard to recruit men. Matt’s technique is to present
the program as the man’s responsibility—his “mission”—and
then not do a touchy-feely thing, but focus on problem solving
—something men are comfortable with.

Karen Kayser (another social work researcher) recently
published a book, Helping Couples Cope With Women’s Cancers:
An Evidence-Based Approach for Practitioners (Springer, 2008). While
emotional support from an intimate partner is vital to a woman’s
adjustment to cancer, often the partner is experiencing a high
level of distress at the time of the diagnosis and during the treat-
ment. There has been a lack of psychosocial interventions that
focus on how both patient and partner cope together with cancer.
The book describes a protocol of a couple-based intervention
that was tested in two randomized control trials in the United
States and Australia.

Other Topics

There were a number of papers and symposia on pediatric
psycho-oncology. These lectures represented the wide diversity
of pediatric services being provided in different parts of the
world—from Ireland, where they are seeking collaborators as
they develop their programs, to Canada and Spain, which have
well-established pediatric psycho-oncology services. Additionally,
there were papers focusing on adolescents, including Barbara
Jones’ paper on the meaning of survival for Hispanic/Latino
adolescents, which highlighted the importance of family, faith,
and community.

This was an exciting conference, and if you get the oppor-
tunity to go to a future one, don’t miss it. It’s an opportunity to
hear what your international colleagues are doing. Thanks to
Julie, Barbara, Karen, and Matt for representing social work at
this worldwide venue. AOSW will continue to be a lead organi-
zation in demonstrating the unique and valuable contribution
that oncology social workers make to patient and family care.
Meanwhile, it is apparent that we have much to learn from our
colleagues and collaborators all around the world.

Author contact: zebrack@umich.edu
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When your cancer -
patients need hope

Cancer Hope Network
has survivors that can help

CANCER HOPE NETWORK: They can talk to

* completely free of charge and confidential someone who has

* available to all cancer patients and their been there

loved ones undergoing treatment for cancer

CALL TOLL FREE
* matches patients with a survivor of the same 877-467-3638

or similar type of cancer

e identifies and trains survivors of all types
of cancer

CANCER
HMPE
NETWORK

To find out more:
WWW.CANCERHOPENETWORK.ORG
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RESOURCES TO HELP PATIENTS

Co-Pay Assistance Programs

Lauralea Cox, MS, LBSW, IPR
Texas Oncology, Longview, TX

s this not a wonderful time of year? The birds are heading
Ifor their winter home, a nice northern breeze is gently

blowing through the trees, and many foundations are in
a brand new fiscal year with new money to pay out. There are
several foundations as well as many pharmaceutical company
patient assistance programs that will help with co-pay. Here
are some co-pay assistance programs I have found that work
well for our patients.

Patient Advocacy Foundation (PAF) Co-Pay Relief
http:/ /www.copays. org/eligibility. html

* Autoimmune Disorders ¢ Lung Cancer

® Breast Cancer ¢ Lymphoma

® Colon Cancer ® Prostate Cancer

e Diabetes e Sarcoma

¢ Kidney Cancer ® Macular Degeneration
Healthwell Foundation

http://www. healthwellfoundation.org/index.aspx

* Anemia Associated With ® Myelodysplastic Syndromes
Chronic Renal Insuffiency .,
and Chronic Renal Failure * Non-Hodgkins” Lymphoma

e ChemotherapyInduced * Non-Small Cell Lung Cancer

Anemia or Neutropenia ® Psoriasis
® Colorectal Carcinoma ® Psoriatic Arthritis
® Head & Neck Cancer ® Rheumatoid Arthritis
¢ Iron Overload ® Secondary
® Moderate to Severe Asthma Hyperparathyroidism

¢ Multiple Myeloma

Patient Access Network Foundation
hitps://www.patientaccessnetwork.org

¢ Anemia * Multiple Sclerosis

¢ Ankylosing Spondylitis ¢ Myelodysplastic Syndrome

® Breast Cancer ¢ Non-Hodgkins Lymphoma

¢ Chemotherapy-Induced ¢ Non-Small Cell Lung Cancer

Nausea and Vomiting * Oncology Cytoprotection

* Colorectal Cancer e Pancreatic Cancer

¢ Cutaneous T-Cell Lymphoma e Patient Access Network
* Cystic Fibrosis ¢ Plaque Psoriasis

e Gaucher’s Disease ..
e Psoriasis

¢ Growth Hormone Deficiency e Respiratory Syncytial Virus

* Muitiple Myeloma e Rheumatoid Arthritis

AOSW's 25th Conference

May 6 - 8, 2009 * Savannah

Additional Features:

* We have invited the Mayor of Savannah, Otis Johnson,
who is also a social worker, to give the welcoming address

® Matthew Loscalzo will deliver the opening keynote address

¢ Dr. Patricia Ganz, the Director of the UCLA-Livestrong
Survivorship Center will give the closing keynote

¢ Building on last year’s success, the Leadership Institute
will provide more training with higher levels of specificity
in content areas

* NASW will be conducting a 3-hour risk management workshop
that will fulfill the requirement for 3 CEUs on ethics

e Staff from A Lion in the House will offer a 2-hour workshop
that will focus on the training and testing around the use of
the Childhood Cancer Survivorship Stories Module

Patient Services Incorporated (PSI)

http://www.uneedpsi.org/index.cfin

¢ Alphal-Antitrypsin ¢ Hemophilia -
Deficiency — Lung Disorder Blood Clotting Disorder

¢ Asthma * Hepatitis C —

Infectious Liver Virus

* MPS-1 — Hurler/Scheie —
Enzyme Deficiency Disease

e Bone Health — Bone Metastases

¢ Chronic Myeloid Leukemia or
Chronic Myelocytic Leukemia

¢ Chronic Renal Insufficiency — * Plaque Psoriasis

Kidney Failure ¢ Primary Immune Deficiency —

¢ Crohn’s Disease — Fabry Disease Immune System Disorder

— Enzyme Deficiency Disease ¢ Rheumatoid Arthritis

¢ Gastrointestinal Stromal Tumors e Solid Organ Transplant

* Growth Hormone Deficiency — Anti-Rejection Therapy

Endocrine Disorder

Chronic Disease Foundation

hitp://www.cdfund. org
® Adult Growth ® Psoriasis
Hormone Deficiency e Psoriatic Arthritis
* Ankylosing Spondylitis e Rheumatoid Arthritis
e Asthma .

Myelodysplasia
¢ Pediatric Growth
Hormone Deficiency

National Organization for Rare Disorders (NORD)
hitp://www.rarediseases.org

¢ Intrathecal Therapy for Pain Management: 800.459.7599

¢ Advanced Renal Cell Carcinoma: 866.828.8902

e Hodgkin’s Lymphoma: 800.999.6673

It is always a good idea to check these Web sites to make sure
they are funded for the diagnosis you are working with.

Author contact: Lauralea.Cox@USOncology.com
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PROFESSIONAL DEVELOPMENT

The “Lone Ranger” Perspective
of Oncology Social Work

Katherine K. Jefferson, LCSW, OSW-C
Little Rock Hematology/Oncology Associates, Little Rock, AR

Each year at AOSW, during our SIG/Ambulatory Care
sessions, the topic of fee for service arises, and each year we
come to the same conclusion — the majority of oncology social
workers in private practice settings or outpatient ambulatory
care centers cannot bill for their services.

It is always interesting to hear everyone’s description of their
job, and very exciting to hear about a social worker who actually
does bill for counseling services. Overall, the mutual feeling of
our SIG is that there are many of us out in the “hinterlands” who
provide excellent psychosocial services and many who are the
only social worker or the “lone ranger” in that area of practice.

I left the oncology hospital setting six years ago to work
for a private practice group of eight oncologists who work in
two separate office buildings on the campus of a large medical
center. Burned out from hospital politics and the frustration of
working understaffed, I was thrilled to take on the challenge of
being the sole social worker in a very busy practice. With no job
description other than my own AOSW practice guidelines, I was

faced with justifying to the clinic staff exactly why the physicians
hired me. Nurses know what a social worker can do for patients,
but try to explain to insurance and support staff what your role
is in what I best describe as a very dysfunctional work family. It
took me many months to convince our insurance department
that I was not a Medicaid caseworker or a friendly visitor to the
patients, or even worse, the person who talked to patients about
their past due accounts.

My role has evolved over the past years and I must admit
that I surprise even myself at my knowledge of resources and
oncology reimbursement issues. I sometimes feel like the
information desk at the public library! I have learned all the
preferences of each physician and nursing staffs. I have learned
how to advocate for my patients even when I risk the negative
reaction of the physician. I have learned how to be a diplomat
and facilitate new policies in our clinic that impact our patient
care. And I have obtained rounding privileges at both major
hospitals in our city so I can problem solve some of our more
difficult discharges.

Through AOSW and our annual conferences, I have learned
to be creative in my practice and to network with other “lone
rangers” in oncology settings. I am challenged, I am busy, but I still
go to work each day excited about my profession and my patients.

Author contact: kjefferson@Irho.org

A Day in the Life of a “Lone
Ranger” Oncology Social Worker

Peggy Jarrell, LCSW
Methodist Estabrook Cancer Center, Omaha, NE

W’hen I came to this position a year ago I left a social work
department of 11 co-workers. It had crossed my mind that
I might miss the collective wisdom and camaraderie of this
group, but I was eager to pursue my career in oncology social
work in an outpatient setting. What I have found in the last year
has been a supportive, interdisciplinary environment that has
allowed me to stretch my skill level and be open to new ideas.
And, of course, SWON has been my lifeline to my profession!

Our cancer center is affiliated with a hospital health system
and houses both system-owned and private clinics. We have a
breast clinic, lung clinic, a large head and neck surgical office,
GYN oncology office, radiation therapy department, infusion
clinic, and two private oncology offices. Although I am the only
oncology social worker, we have an established behavioral
health office with an on-site psychiatrist and two fulltime thera-
pists. This enables me to refer patients or family members for
longer, more in-depth counseling than I have time to provide.
I still work closely with them on issues of patient and caregiver
resources; and financial, insurance, and vocational support.

As is the case across the country, financial stress referrals
are rampant and I get many calls about this area. I've gotten to
know the billing managers for the hospital and various clinics
quite well and find them grateful for any resources or assistance
I can provide for patients. I've been able to avoid having to

Vol. 23, No. 4 * October—December 2008

manage prescription-assistance referrals, as those are handled
by the individual offices. I am well aware of the large amount of
time and follow-up required for those referrals and find I am
lucky to have others in the system able to provide this service.

My referrals come to me in various ways. I am able to
attend any of our multidisciplinary treatment planning confer-
ences and often become aware of patients through this venue.
Some referrals come directly from the staff of the clinics or
offices here at the cancer center, and some are referred to me
from the social work staff at the hospital. Oh yes, I still get to
talk with them occasionally and this has facilitated much better
follow through with services!

I've tried to establish name/title recognition with the vari-
ous MDs and make myself visible in the clinics. I get many calls
from patients or family members who are looking for help with
psychosocial issues. My other wonderful onsite resources are a

continued on page 8

Continuing Education Telephone Workshop

ancerCare, in collaboration with AOSWY, offers telephone
workshops on a variety of cancer-related topics. The fol-
lowing program is free and provides continuing education credit
for participating social workers. For details, and to register
for a workshop, call 1.800.813.HOPE, or visit the CancerCare
Web site at www.cancercare.org/tew.

* December 17,2008 — The Latest Developments Reported
at the 3Ist Annual San Antonio Breast Cancer Symposium

Page 7



Book REVIEW

Almost Always Fatal (Surviving
Cancer With a Sense of Humor)

Charles Walton
KC Creations, Inc., 2006, 196 pages

Almost Always

Fatal Reviewed by Rita Gingrich, LCSW
(Sllﬂ'l\"l}lg PNI Counselor
Cancer With a Center for Cancer Care
Sense of Humor) Goshen, IN

tage four metastatic melanoma
Sis no laughing matter. But

Charles (“Chuck”) Walton is able
to lighten his spirit and the spirits of
those around him with his amazing
sense of humor. “Take massive doses
of the medication we call laughter!” is
his wise counsel to chase away negative
thoughts, feelings, and influences. In his story, he doses himself
and others with refreshing humor and lightness.

Charles Walton

Chuck was 33 years old in 1986 when he first experienced,
in his words, “the spotting of the spot.” The “spot” was given little
attention over the next 3-4 years, with three different doctors
finding no cause for concern. His life was full — with his truck

driving job, a divorce from his first wife, the purchase of
and running a deli, running a trucking business, financial
challenges, and marrying the love of his life, Kathy, in 1989.

Fast forward to 2004. The business was sinking and the
“spot” was rising. At the insistence of his wife, Chuck saw a der-
matologist and within a week he underwent tests, procedures,
and two surgeries. The final verdict was given by the surgeon:
“Stage 3 melanoma, which is almost always fatal.” Almost always
fatal??? Not good news! Chuck was self-employed and had not
purchased health insurance. Finances were being drained and
medical bills were mounting. And, of course, fears and uncer-
tainties were clamoring. There was not much to laugh about.

But Chuck has the gift of finding humor even in a grave
situation. With bare truth and entertaining wit he relates the
challenges of undergoing rigorous IL2 treatment. Chuck also
describes how he was able to tap into his spirituality, connect
with his soul, and give back to others. He is quick to attribute
his ability to cope to the genuine care and support of Kathy, his
family, and even his dog Elvis. Chuck does not escape the fright
and alarm of a cancer diagnosis and treatment, but with comic
relief he is remarkably able to move from ugly thoughts to a
place of peace and hope. What a gift to share with readers!

Reviewer contact: rgingrich@goshenhealth.com
ISBN: 978-0-6151-5361-2

A Day in the Life

continued from page 7

fulltime dietician, genetic/risk assessment RNs, smoking cessa-
tion program and physical wellness program counselors. I also
am involved with our support group programs and work inter-
actively with the Pastoral Care Department and behavioral
health staff on staffing some of those. So, I am the Social Work
Department (wo-hoo, I'm a Department Head!) but feel pretty
well connected most of the time.

I do get those referrals that no one else wants—e.g., find a
kennel for a patient’s dog, talk to the patient who is “borrowing”
all the toilet paper/supplies from the restrooms in the building,
find money ftoday for someone’s pain medicine or supplies not
covered by insurance, or no source of insurance or income at all.
But that appears to make me more “indispensable,” which isn’t
always such a bad thing in today’s environment of staff reductions.

I have a wonderful boss who is very supportive of social
work (yes, she is an administrative nurse) and encourages me
to do program development and build my position. I also have
good support for continuing education opportunities and
conferences like AOSW’s.

As our patient numbers continue to rise, and more physicians
come into the center, I hope to see another position created for
this department. In the meantime, I will continue to try to set
boundaries for referrals and educate colleagues about what
oncology social workers can provide to this center. I think time
will tell how the department will grow in the future. In the
meantime, I'll be the social worker “Lone Ranger”— but I sure
wish I had that beautiful white horse!

Author contact: Peggy.Jarrell@nmhs.org
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Nonprotfits, 990s, and Tax Exemptions
(in a Very, Very Small Nutshell)

Leora Lowenthal, LCSW, OSW-C
New York University Cancer Institute
New York

f you follow SWON, you may have

noticed recent questions related to the
“vetting” of a new resource or finding
information on an old one. Ordinarily this
would not inspire me to write an article and
I certainly wouldn’t have been motivated
to write one this quickly. But, as luck would
have it, Margo Neal (our Managing Editor) tricked me and
suddenly I find myself writing about a topic that is anything
but entertaining.

Specifically, I'm going to address the topic of nonprofit
organizations and how to learn more about them. The informa-
tion here is the “generalized” version with many missing details
and over-simplifications galore, and it pertains only to organiza-
tions within the United States. Still, I think it might help get
you started if this is new material for you. And, even if you think
this sounds deeply, profoundly boring, I recommend at least a
surface familiarity with the subject. Oncology social workers live
and breathe in a nonprofit world and that is a world with very
particular, occasionally quirky, rules.

So again, the general version: From the perspective of the
Internal Revenue Service, there are multiple forms that a “non-
profit” or “not-for-profit” organization (NPO) can take. Some
examples include: religious organizations such as the Catholic
Church; educational organizations such as Harvard University
and perhaps your neighborhood pre-school; member organiza-
tions such as NASW; labor unions; political organizations such
as The Democratic Party; private foundations such as The Rock-
efeller Foundation; social service providers such as The Well-
ness Community or Planet Cancer; some hospitals and clinics;
and many small grassroots organizations with names such as
Kathy’s Koala Refuge.

Most of these organizations are entitled to specific tax
exemptions under the Internal Revenue Code Section
501(c) (3), and within that code are referred to as “charitable
organizations.” Among other important regulations, organiza-
tions applying for 501 (c) (3) status must have a purpose as
described in the code:

“The exempt purposes set forth in section 501(c)(3) are charitable, religious,
educational, scientific, literary, testing for public safety, fostering national
or international amateur sports competition, and preventing cruelty to chil-
dren or animals. The term charitable is used in its generally accepted legal
sense and includes relief of the pooy; the distressed, or the underprivileged;
advancement of religion; advancement of education or science; erecting or
maintaining public buildings, monuments, or works; lessening the burdens
of government; lessening neighborhood tensions; eliminating prejudice and
discrimination; defending human and civil rights secured by law; and
combating community deterioration and juvenile delinquency.”

In addition, a 501 (c) (3) organization cannot be what is called
an “action organization,” meaning it cannot “attempt to influence

Vol. 23, No. 4 * October—December 2008

legislation as a substantial part of its activities and it may not participate
in any campaign activity for or against political candidates.” This is a big
deal and is complex but there are important reasons for it. Two
of my favorites: It promotes the separation of church and state,
and political organizations are held to different standards and are
entitled to different tax exemptions than 501(c) (3) organizations.
If you have ever wondered why AOSW does not (and cannot)
endorse a presidential candidate, this is your answer.

In exchange for offering certain tax exemptions to non-
profit organizations, the government has attempted to create
guidelines for accountability and transparency to the public. One
such guideline is the mandate that with only a few exceptions, tax-
exempt organizations file a special tax return called a 990. The
990 provides information about the mission, programs, and
finances of an organization, and when this return is filed it is con-
sidered public information. While 990s are usually not available
until well after the actual tax year, they can give you an excellent
snapshot of an organization’s structure and finances. Some-
times included on an organization’s Web site, 990 forms are
available in many other ways (I'll get around to that eventually).

Nonprofit organizations that do not have to file 990s
include the following: religious and/or faith-based organiza-
tions; NPOs with incomes of $25,000 or less (although
501 (c) (3) private foundations must file at any income level);
NPOs that have not received tax-exempt status from the IRS;
and subsidiary organizations.

And as you are surely wondering why you would ever want
to look at a 990 form, here are a few good reasons (this part is
more amusing):

1. You are applying for a job as Program Manager at a non-
profit community service agency. In this financial climate you
are aware that donations may be limited and you want to know
what alternate resources this agency has. You can look at the
990s to see from where the agency has historically gotten its
income. And, you can see if they tend to operate at a deficit

or a profit. You can see quite a bit.

2. You decide you want the job and you’re going into salary
negotiations. You really want to know what the person before
you was making but don’t know how to find out. Well, as it
happens, the 990 will list the top five salaries paid along with
the names and titles of the employees. Because you’re fabulous
and important, you're obviously applying for one of those well-
paid positions so your predecessor’s slightly out-of-date salary
is probably on the 990.

3. You’re just a curious person and like to know stuff.

4. You’re considering making a donation to an organization
(like AOSW) and you want to know what the heck they spend
all their money on. Have they been buying matching velour
tracksuits for the Board of Directors? (The answer is no, our
President Marcia DeSonier nixed the velour, calling it “too
trendy.”) And while you wouldn’t find that level of detail in

continued on page 10
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continued from page 9

Nonprofits

most 990s, you can see what portion of their income is spent
on actual services and programs.

If you happen to be intimidated by tax returns, the Founda-
tion Center Web site offers an online lesson, walking you through
every step of understanding the information on a 990 form. It’s
fantastic. Actually, that entire Web site is pretty fantastic.

For the task of quickie-vetting a resource, it may feel exces-
sive to read through a 990. And in fact there are a number of
organizations (nonprofits, natch) that already exist to provide
ratings and reports on most categories of NPOs. Their Web
sites often provide direct links to an organization’s 990 forms.
Here are a few (thank you, Patty Bledsoe and Kevin Francis, for
your postings on SWON):

American Institute of Philanthropy: www.charitywatch.org

Better Business Bureau (BBB) Wise Giving Alliance:
www.us.bbb.org/charity

Charity Navigator: www.charitynavigator.org/

Guidestar: www.guidestar.org

If you still can’t find the 990 and you need it, you may
want to call the agency and ask. Assuming they have filed one
(remember, it is not necessary for every NPO), that information
should be available.

For those of you who may not know, AOSW is a nonprofit
organization with 501(c) (3) status and proud of it. You can find
us on Guidestar. And on that note, I give you our very own mis-
sion statement:

“To advance excellence in the psychosocial care of persons with cance,
their families, and caregivers through: networking; education; advoca-
cy; research; and resource development.”

We are so cool.

Common Beliefs and Possible Misconceptions
About Nonprofits
Belief. A NPO is not allowed to make a profit.

Reality. A NPO is allowed to make a “profit,” but any income
and/or profit must be used to further the mission of the organi-
zation. No private party or shareholder can be the beneficiary of
a NPO’s income, unlike for-profit organizations that may benefit
private parties and often distribute profits among shareholders.

Belief. If I make a donation to a NPO, I am entitled to take a
tax deduction.

Reality. Actually, it’s not so simple. Generally speaking (really
generally), donations to NPOs with 501 (c) (3) status are deductible.
On the other hand, donations to some other categories of NPOs,
such as political organizations, are not deductible. If you are
planning to itemize your deductions, and this is important to
you, make sure you double-check an organization’s status before
you make the donation.

Belief. An organization that has not legally formed as a NPO
or applied for tax-exempt status is out to make money, scam
people, and cannot be trusted.
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Each One Reach One!
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card-carrying
members of AOSW!?

If not, then they are missing

out on all of the benefits you are
enjoying as an AOSW member.
And we should be sharing.

ASSOCIATION OF
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SOCIAL WORK

EXCELLENCE IN
PSYCHOSOCIAL ONCOLOGY

VWhat If every member in
AOSWV got one person to
join AOSWV in the next year?

Imagine the
possibilities!!!

Reality. Being a legally sanctioned do-gooder involves a great deal
of paperwork and time, and not everyone is up to the challenge.
Then again, the world is full of con artists. There is no simple
response to this “belief” but my advice to clients (and to myself) is
— always be careful and use due diligence. For example, a group
of neighborhood parents raising funds for local children having
BMTs might not go to the trouble of legally defining themselves
as a nonprofit entity and/or applying for tax-exempt status. The
money they raise may indeed go to a great cause and perhaps
more quickly than if they stopped to deal with bureaucracy.

On the other hand, they won’t have to follow the many stringent
guidelines and reporting measures established for NPOs with
tax-exempt status, and that makes fraud much easier. It’s tricky.

Want to Know More?

If you are interested in learning more about nonprofit organiza-
tions, philanthropy, management, and, yes, tax codes, these are
a few Web sites you could check out:

Chronicle of Philanthropy: www.philanthropy.com
Foundation Center: www.foundationcenter.org

Idealist.org (section on nonprofit FAQs):
www.idealist.org/if/i/en/npofaq

IRS tax codes for nonprofit organizations:
www.irs.gov/ charities/nonprofits

Nonprofit Quarterly: www.nonprofitquarterly.org

Author contact: Leora.Lowenthal@nyumc.org
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