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Lupus Advocacy
Complicated, Challenging
by Jennifer K. Johnson

Lupus is an autoimmune disease in
which the body actually attacks
and destroys its own tissues and

organs. Known as a “woman’s disease,”
lupus is most commonly seen in women
ages 20-40. Because little is known about
the genetic and/or environmental
causes of lupus, it is very difficult for
physicians to treat patients with the dis-
ease, and there is no cure. Advocacy for
this disease focuses on encouraging re-
search that will help lead to a cure.

Lupus is one of several autoimmune
disorders where the body’s immune sys-
tem is not regulated properly and hence
begins to have an immune response to-
ward the body’s own organs and tissues.
Organ specific autoimmune diseases af-
fect only one organ or gland, whereas
systemic autoimmune diseases involve
a number of organs and tissues. Lupus
is both an organ specific and a systemic
disease. Discoid lupus is the organ spe-
cific form, and it is limited to the skin
only. It is often diagnosed by taking a
biopsy of an unexplained skin rash. The
more common form is systemic lupus
erythematosus, or SLE. SLE patients
form antibodies to tissue antigens such
as DNA, red blood cells, platelets, and
leukocytes. Antibody/antigen com-
plexes lead to hemolysis (bursting of the
blood cells) and tissue damage as these
complexes block blood vessels in tissues
and damage blood vessel walls. In par-
ticular, the kidneys, lungs, and skin are
damaged. Finally, lupus can be induced
by drugs for hypertension and heart ar-
rhythmia. Lupus is a chronic disease that
cycles into periods of remission and
flare-ups.

Lupus affects both men and women,
but women have a disease incidence 10-
15 times that of men. Women of Afri-
can, Native American, and Asian de-
scent seem to have an added incidence
risk. For every one white woman diag-
nosed with lupus, four black women are
diagnosed. In addition, the morbidity
and mortality rates of blacks with lupus
are higher than for whites. Approxi-
mately 16,000 Americans have lupus.

The largest lupus advocacy organiza-
tion in the world is the Lupus Founda-

tion of America. LFA was established in
1977 as a grassroots volunteer organiza-
tion. The group still has a large volun-
teer base, with 45,000 members in 93
chapters in the United States, and more
chapters abroad. Advocacy on the com-
munity level is performed through chap-
ter newsletters, community health fairs,
support groups for patients, and refer-
ral services for physicians and medical
centers. On a national level, the empha-
sis of the advocacy is on raising dona-
tions to fund research to learn more
about the disease. An important part of
this research lobbying force are the medi-
cal professionals who are involved be-
cause they are frustrated at their inabil-
ity to treat lupus patients effectively due
to the current lack of scientific knowl-
edge.

There are a number of other advocacy
organizations that work separately, but
very few have the large-scale, national
information base that LFA has. Virtually
every state has its own lupus organiza-
tion that works for patients on the state
level. A number of chat rooms and
online journal clubs have been estab-
lished by nurses, most of whom have the
disease (or another female-specific dis-
ease such as fibromyalgia) themselves.
Given the nature of lupus, with its dis-
proportionate impact on young women
and women of color, there are also ad-
vocacy organizations aimed specifically
at those groups of patients.

Lupus advocacy involves a number
of issues that affect its efficacy. These is-
sues include a lack of medical knowl-
edge of the disease, the disparities in dis-
ease progression in people of color, and

the unstable nature of the disease. These
issues have made it more difficult for
lupus advocates (as opposed to say,
breast cancer advocates) to effectively
push for legislation and policy changes
that benefit lupus patients.

The lack of medical knowledge is a
serious impediment to developing an
effective approach to lupus advocacy.
Should lupus advocacy be framed as a
women’s health issue, such as breast can-
cer has been, even though there is no
certain medical reason why women are
more frequently affected than men?
Should the disease be approached from
the stance of a disease of people of color,
even though there is no certain medical
reason why the disease particularly af-
fects women of color? Most importantly
to the advocacy fight, the lack of medi-
cal knowledge means that the disease is
not very visible to the community at
large, which means there is no real com-
munity backing for lupus advocacy.

Disparities in disease progression in
people of color has led advocacy for lu-
pus to be grouped with advocacy for
other race-specific conditions such as
diabetes, hypertension and obesity. The
website “What Every Black Woman
Should Know About Lupus”
(WEBWSKAL) emphasizes that lupus is
just one of many diseases where mor-
bidity and mortality are higher for blacks
than for whites, and describes this as just
another example of the poor state of
health care for people of color. This
movement could serve as an effective
means of advocacy for lupus, if former
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they are mandated by law so that the
public can have access to the Medicare
regs. Have you ever heard of a patient
who purchased them? Did you ever see
any of these during your studies?

I scanned a loose-leaf notebook with
weekly news bulletins on proposed and
actual changes in Medicare regs. One
thing became plain to me: you and I
could email each other about Medicare
regs every day for the rest of our lives,
and we’d never get even remotely close
to covering all of them.

I brought home a copy of St. Anthony’s
DRG Guidebook (ISBN 1-56329-470-2
DRG-98). One-inch thick, spiral-bound.
Its back cover says that it is “a compre-
hensive reference to the DRG classifica-
tion system. Grouped by major diagnos-
tic category, this resource provides de-
tailed information on the diagnosis and/
or procedure codes that identify a spe-
cific DRG...All the facts of the DRG sys-
tem are provided, including the relative
weight and geometric and arithmetic
mean lengths of stay...”

I thought St. Anthony’s referred to a
hospital. But it doesn’t. It’s a publishing
house, and it claims to be “widely re-
garded as the leading expert in coding
and reimbursement resources.”  The in-
formation in the book “is taken from the
official data published by the Health
Care Financing Administration (HCFA)
in ‘Medicare Program: Changes in the
Inpatient Hospital Prospective Payment
System and Fiscal Year 1998 Rates, Fi-
nal Rule’ (Federal Register 62, no. 168,
Aug. 29, 1997, pages 45970 through
46091).”

You probably know something about
DRG’s, but let me share my experience
with them, and what I learned from St.
Anthony’s book. I first heard about them
when my mother was hospitalized with
a stroke that left her paralyzed, unable
to speak or even swallow. After five
days, I was told she had to move to a
nursing home. I was stunned, and I ex-
pected her doctor to share my concern. I
thought that, as a champion of patient
rights, he’d surely be opposed to the
DRG’s.

But he wasn’t and, as he talked, I
found out why. He told me that strict
treatment limits were necessary if we
were to have a system that provided equal
care for everyone. He added that there
were scam-artist doctors who defeated

the system by fraudulently prescribing
additional procedures, thereby producing
new DRG’s and longer hospital stays. He
would never do such a thing.

But he did, not out of fraud, but be-
cause the nursing home refused to take
my mother unless an additional proce-
dure was performed. A bit later on, I got
her into a facility that restored her swal-
lowing, and might have restored her
speech if we’d intervened earlier. So much
for “unnecessary procedures.”

I got a further insight into DRG’s a few
years later from a good friend of mine
(someone I met at the Forum) who had
worked for the AMA around the time
HCFA established the DRG’s. She told me
that although the medical data were pro-
vided by doctors, the coding and weight-
ing of procedures were done by indus-
trial engineers. The goal was quality con-
trol, but soon it became cost control too.

Which brings me to my latest discov-
ery. I’d always wondered if the DRG’s
were adjusted for age. Thanks to St.
Anthony’s Guidebook, I finally got the an-
swer. There are two brackets: under 17

and over 17. Can you believe it? This
looks like an area for elder advocacy.

That’s the end of my value-added ex-
perience at the hospital liquidation sale.
But I hope it’s not going to be the end of
my adding value to what we know
about medical care, costs, rules and regs.
Remember that meeting on health care
services that you and I attended last
month? After I heard the politicians,
pollsters and pundits speak, a phrase
kept going through my mind. It’s from
a TV ad by a discount clothing store in
Chicago. It says: “An educated con-
sumer is our best friend.” Well, an edu-
cated medical consumer is medical care’s
best friend and every patient and every
doctor’s best friend. If we don’t know
what’s going on, our politicians will
never ever give us what we really need
and really want. ■

Judy Roothaan is a Chicago-based sociolo-
gist and community activist. She is on the
board of the Older Women’s League of Illi-
nois.  This was adapted from a letter she wrote
to a friend who is a health advocate.
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President Clinton’s Initiative to Elimi-
nate Racial and Ethnic Disparities in
Health is continued by the new admin-
istration.

The unstable nature of lupus poses an
additional challenge to advocates. The
disease manifests almost completely dif-
ferently in every person; periods of re-
mission differ, as do symptoms. Symp-
toms of lupus, which include pain in-
flammation and tissue injury, are not
particular to the disease, making it more
difficult to diagnose. Advocates can en-
counter difficulty fighting for patients’
needs because it is not really clear what
those needs are.

Lupus advocacy is very well orga-
nized, but not enough is known about
the disease to turn it into a “cause” that
will garner legislators’ attention. The fact
that the disease disproportionately af-
fects women and people of color does
not enhance its importance to legislators.
Perhaps a more effective way to advo-
cate would be for the LFA and other or-
ganizations to appeal directly to medi-
cal institutions for research—in a sense,

taking the research into their own hands.
This is a technique being used by the
WEBWSKAL website. These advocates
are establishing their own connections
with the Morehouse School of Medicine
in Atlanta and Meharry Medical College
in Nashville in an attempt to learn more
about lupus. ■

Further Reading:
Kuby, Janis. Immunology. W. H. Free-

man and Company, United States, 1994.
Lupus Foundation of America:

www.lupus.org
WEBWSKAL “What Every Black

Woman Should Know about Lupus”:
www.lupusminorities.org

Jennifer Johnson will receive her M.A. in
Health Advocacy in May 2001. This sum-
mer she will do a genetic counseling place-
ment at the University of Medicine and Den-
tistry of New Jersey in Newark, and in May
2002 she will receive her M.S. in Human
Genetics. She intends to work as a genetic
counselor or as an advocate on the policy level,
focusing on minority and women’s health.
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