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United States

38.3% White
40.6% Black
19.7% Hispanic
0.8% Asian/Pacific Islander
0.3% Am Indian/Alaska Native

Massachusetts

48.5% White
26.4% Black
24.0% Hispanic
0.8% Asian/Pacific Islander
0.1% Am Indian/Alaska Native

Distribution of people estimated
to be living with AIDS by race/ethnicity

at the end of 1999

Source: Kaiser Foundation, Minority Health, www.kff.org

HIV/AIDS: our resources
and our resolve

his is a special and
very important
issue of Caring

Headlines. MGH is
once again participating
in the Week of Prayer for
the Healing of AIDS,
and this issue was spe-
cially designed to co-
incide with our service
in the MGH Chapel to
support this effort to
raise awareness about the
effects of HIV/AIDS on
the black community.
MGH is an international-
ly recognized leader in
HIV/AIDS care and re-
search, and we are hon-
ored to be part of this
important event.

I hope you’ll take
advantage of this oppor-
tunity and read the many
stories and articles in this
issue of Caring Head-
lines. They tell a compel-
ling story about the HIV/
AIDS crisis and the com-
munities most affected
by this international pan-
demic. They remind us
of the courage and com-
mitment of patients and

T caregivers alike as they
battle this terrible disease.
And they call upon us as
individuals and as a so-
ciety to get involved.

Part of being involved
is knowing what resourc-
es we have in place to
help educate and support
our patients with HIV/
AIDS. Toward that end,
I offer the following list
of HIV/AIDS-related
resources available here
at MGH and in our com-
munity.

Let us all defy that
voice inside us that says
we can’t make a differ-
ence.

Resources
Infectious Disease As-
sociates offer compre-
hensive HIV care; an-
onymous HIV testing;
primary care; specialty
clinics with neurolo-
gist, dermatologist,
and nutritionist; access
to HIV clinical trials; a
Hepatitis-C co-infec-
tion clinic; an accu-
puncture clinic (for
side-effect manage-

ment, symptom- and
stress-reduction); a
multidisciplinary team
of nurses, social work-
ers, case managers,
doctors, and mental
health services (in-
cluding: individual,
couples, family, and
group); psycho-edu-
cational forums; and
collaboration with
West End House for
addiction services.
(617-726-3906)
The Andrews Unit is
an outpatient psychiat-
ric service that special-
izes in HIV care.
(617-724-5600)
Our department of
Social Services has a
specialized team of
HIV social workers
that assists with case
management, crisis-
intervention, mental
health services, staff
training, educational
forums, and consulta-
tion. Social workers
are  available to assist
clients with special
programs (including:
PEP (a post-exposure
prophylaxis program
for healthcare workers,
individuals who have

been sexually abused,
and others);  insurance
programs (HDAP/
CHII, which covers
HIV medications,
COBRA payments,
premium payments for
individual non-group
programs; home care
through the Social
Services Department;
and The Family Care
program
(Social Services:
(617-726-2643)
Patient Financial
Services assists pa-
tients with free care
applications and
assesses their eligibil-
ity for MassHealth.
(There is a special HIV
medicaid waiver that
covers un-insured

individuals who meet
certain income guide-
lines.)
AIDS Oncology
services
Collaborations with
Harvard AIDS Insti-
tute and International
AIDS Care
 AIDS Action Com-
mittee (617-437-6200)
Boston Living Center
(617-236-1012)
The Latino Health
Institute
(617-350-6900)
Cambridge Cares
about AIDS
(617-661-3040)
Justice Resource
Institute
(617-457-8150)
Span, Inc.
(617-423-0750)A special thanks

Our hospital community was besieged by trage-
dy last week when a devastating storm claimed
the life of MGH employee, Ricardo Diaz, and a
deadly fire destroyed a night club in Rhode Is-
land. I cannot begin to express how proud I was
of our MGH family as, in the face of great sad-
ness and grief, you rallied to come to the aid of
those who so desperately needed our help. I can’t
recall a time when I’ve seen greater effort put
forth, or greater challenges overcome with such
grace. Thank-you for the incredible strength and
compassion you showed. You did yourselves and
MGH proud, one more time.
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Action Committee’s
Who Touched Me Min-
istry, Healing Our Land,
and the Multicultural
AIDS Coalition.

Robin M. Fuller-
McGill, faith-based initi-
ative manager of the
Who Touched Me Mini-
stry, says, “Services of
worship, prayer, and
educational workshops
will be held at various
congregations through-
out greater Boston and
beyond focusing on the
theme: ‘Black people are
dying; it’s time for a
change.’ ”

This year, the week
begins on Sunday,
March 2, and continues
through Saturday, March
8. During the week, spir-
itual leaders throughout
the city will share infor-
mation on the devastat-
ing effects of this disease
on the black community.
Seeking to educate, pro-
mote prevention, elimi-
nate the stigma, and pro-
vide spiritual comfort,
black churches and oth-
ers who support this
agenda, will offer ser-
vices during those seven
days. Services at MGH
will take place on March
6, at 12:00pm, in the
MGH Chapel.

This is the second
year the MGH Chaplain-
cy, with the support of
the Week of Prayer Plan-
ning Committee, has
been involved in this
annual event. MGH con-
tinues to be the first and

only hospital in the city
to participate.

We are becoming
increasingly aware of
healthcare disparities in
the United States. For-
mer US Surgeon Gen-
eral, David Satcher, MD,
spoke about racial dis-
parities in a recent pre-
sentation at MGH. In
short, multicultural com-
munities do not enjoy the
same level of health, or
health care, as white
communities. Healthcare
providers, researchers,
and policy-makers are
only just beginning to
synthesize this data into
a meaningful format,
which will give us some
understanding of how
we can work together to
change this current state
of affairs.

AIDS is a pandemic
disease in the national
and global black com-
munity. The involvement
of MGH in events like
the Week of Prayer and
other collaborations with
community organiza-
tions, is an important
link in the dissemination
of information and in
promoting access to qua-
lity health care for all.
We are proud to parti-
cipate in this week of
prayer for the healing of
AIDS, but let us not for-
get how much remains to
be done in meeting the
healthcare needs of a
truly diverse and multi-
cultural society.

Deborah Washington, RN,
director of PCS Diversity Program

Deborah WashingtonDeborah Washington
Week of prayer for the

healing of AIDS
—by Deborah Washington, RN

he Boston Black
Church Week of
Prayer for the

Healing of AIDS
is 14 years old this year.
The event is part of a
national initiative to raise
awareness about the ef-
fects of HIV/AIDS on
the black community. In
addition, the week high-
lights the work of black
churches in addressing
this health crisis for black
people around the world.
The Week of Prayer is
the largest AIDS aware-
ness program in the coun-
try to focus on the black
community. It is modeled
after a program created
in Harlem in 1989 by the
founder of The Balm in
Gilead. Many will rec-
ognize the name of this
Harlem-based organiza-
tion as the title of what
was once a ‘Negro’ spi-
ritual.

 Sometimes I get dis-
couraged, and think my
work’s in vain,

But then the Holy
Spirit revives my soul
again.

There is a balm in
Gilead to make the
wounded whole. . .

According to the He-
brew Bible, Gilead was
an ancient city renowned
for its physicians and a
special healing ointment
believed to have mirac-
ulous powers.

This year the Week of
Prayer for the Healing of
AIDS is a collaborative
effort between the AIDS

T

Facts about HIV/AIDS
and the global black

community
African American children represent 62%
of all reported pediatric AIDS cases.

One in 50 African American men is HIV-
positive.

One in 160 African American women is
HIV-positive.

African American senior citizens represent
more than 50% of HIV cases among per-
sons over 55.

In 1999, black teens accounted for 15% of
the adolescent population in the United
States. More than 60% of AIDS cases re-
ported that year were among 13–19-year-
old blacks.

48% of the world’s HIV/AIDS cases are in
eastern and southern Africa.

Of the estimated 40,000 new HIV infections
each year, more than 50% occur among
African Americans.

AIDS is the number one cause of death for
African American adults aged 25–44.

AIDS is the number one cause of death in
Africa. Not war. Not famine. AIDS.

As of December, 1999, there are 360,000
adults and children living with HIV/AIDS in
the Caribbean.

Source: Test Your Knowledge Quiz, The Balm
in Gilead, www.balmingilead.org
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ife and all its
journeys. Do I

dare define these
last few years

as a journey? Or rath-
er a quest of self-discov-
ery. An expedition that
has allowed me to travel
continuously through
time.

So many thoughts,
experiences, emotions,
and images run through
my mind as I finally start
to put words on paper.
My first thought is where
on earth do I begin? I
guess the logical place is
the beginning.

In all the books I’ve
read in my 35 years on
earth, I’ve always enjoy-
ed learning about the
authors and their person-
al histories, for it’s their
experiences in life that
made them who they are.
So let me start by telling
you a little about myself.
I’m one of three children.
I was born in Boston.
My parents still enjoy a
loving marriage and have
always stressed the im-
portance of education.
Growing up, I partici-
pated in high-school
sports and always plan-
ned on attending college.
I have childhood memo-
ries of sleepovers, school
dances, track meets, ski
trips, and playing with
neighborhood kids.

After high school,
like many others, I went
to college to continue my
education. I lived away
from home to expand my
journey and broaden my
life experiences. The

only difference is, while
I was in college, I was
infected with HIV. It
went undiagnosed for
many years until one
cold day in October,
1994, the diagnosis fin-
ally came. My T-cells
were 34. As you can
imagine, with the diag-
nosis came many issues
and complexities. And,
as I have discovered over
the years, being a white,
heterosexual, profession-
al woman with HIV comes
with its own set of chal-
lenges. One of the big-
gest questions is where
do I fit in?

I’ve been to support
groups where I’ve been
asked if I’m the facilitat-
or? I’ve gone to Aids
Action and been handed
a job application. I at-
tended another support
group where I was asked,
“Are you a reporter?”

I work as a sales rep-
resentative. One day,
while making sales calls,
I was asked to volunteer
for a crisis hotline for
people with HIV and
AIDS. I yearned to tell
the woman that I could
be one of those callers
looking for guidance.

And that brings me to
my next question: How
am I supposed to look?

The diagnosis shock-
ed me and my Irish Cath-
olic family. My new life
consists of taking medi-
cations daily and coping
with the side-effects that
accompany each drug.
Think of those television

commercials we’ve all
seen and laughed at be-
cause the side-effects are
worse than the illness.
Well, that’s my life. The
only difference is that I
don’t have the luxury of
not taking these drugs.
These medications keep
me alive. Some of the
side-effects include: nau-
sea, vomiting, diarrhea,
headaches, fatigue, diz-
ziness, and dry mouth.
My body is a portable
pharmacy.

I am an extremely
aggressive patient of
Doctor Nesli Basgoz, the

director of HIV Clinical
Services here at MGH.
Over the years, together,
we have forged ahead
trying many new drugs
yet to be approved by the
FDA. I have had to qua-
lify for clinical trials just
to get access to these
new and precious drugs.
I strongly support clini-
cal trials, for how else
are we to learn how to
combat this terrible dis-
ease?

One of the trials I
participated in involves
women and lipodystro-

phy. I laugh to myself as
I write this for two rea-
sons: one, you’re asking
yourself what lipodystro-
phy is; and two, my ‘spell
check’ doesn’t even rec-
ognize the word. (I’ve
always felt that a sense
of humor is critical to
anyone’s survival. Even
the word, survival, echoes
in my ear.)

I don’t know why I
expect everyone to know
what lipodystrophy is.
Lipodystrophy causes
people to have increased
fat at the back of their
neck or belly, enlarged
breasts, or loss of fat in
their face, arms and legs.

How nonchalant this
verbiage has become.
Labs, blood work, T-
cells, viral load. I guess

when they say you never
know what life has in
store, it really is true.
Who ever would have
guessed that on Monday
May 1, 2001, I would
have been at MIT, not as
a student studying to
further my education, but
as a subject being stud-
ied. Me. I was the sub-
ject!

I have experienced
many things over the
years while living with
HIV. I have met some
amazing people who
have offered strength and

stability during these
challenging times. Sandy
McLaughlin is a social
worker here at MGH
whom I consider an in-
tegral part of my survi-
val. Together, we laugh,
cry, share, love and learn
about the human spirit
with all its powerful
emotions.

Time and time again,
when I’m admitted to a
hospital, visiting a new
doctor, or rushed to the
Emergency Room, I’m
always asked the same
question: “How did you
get infected?”

I ask myself why this
is significant. Do we ask
cancer patients how they
got cancer? Why is this
the central question for
HIV patients? And better
yet, why do caregivers
feel they have the right
to know?

It’s always a personal
dilemma for me, decid-
ing who needs to know
my status when receiving
care at a hospital. I keep
my status closely guard-
ed; even in my own fam-
ily, I’ve only told a select
few about my illness.
This, in itself, is a con-
stant challenge because
the reality is, I lead two
lives. I have learned to
separate the two, but
some days it’s very stress-
ful. Hiding medications;
separating one group of
friends from another;
pretending I’m not as
educated about AIDS as
I really am; and constant-
ly having to remember
what ‘hat’ I should be
wearing on a given day
can be a formidable jug-
gling act.

I remember when I

A Patient’s PerspectiveA Patient’s Perspective

continued on next page

I’ve had friends die too young,

and it amazes me the number of people

who breeze in and out of our lives.

Do they enter our lives by coincidence,

or do they magically appear at the

precise moment when their memories

will be forever embedded

in our hearts?

Oh, the things we learn...
when we listen

—written by an MGH patient
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was first diagnosed, pray-
ing to God, hoping I had
cancer or leukemia—
anything but AIDS. What
an enormous statement
that is when you think
about it. Imagine having
an illness you feel you
have to hide.

I remember one time,
in an Emergency Room,
after learning my diag-

nosis the doctor turned
to me and asked, “Is your
partner dead?”

I was shocked that an
educated person working
in health care could ask
such a cold and ignorant
question. It just empha-
sized for me the fact that
so many caregivers are
still so uninformed about
the disease.

A Patient’s Perspective
continued from previous page

I’m currently in a
support group here at
MGH, which allows me
to share my experiences
with other HIV-positive
women. This disease is
so powerful on an emo-
tional level that some
people in group actually
change their names to
protect their true identity.

There are little things,
too, everyday things that
constantly remind me of
the power of this disease.
Like when I see a Red
Cross sign, or just the

word, ‘Ad,’ and I think it
says ‘AIDS.’ The store,
HMV, reminds me of
HIV. When the pharma-
cist calls out the names
of my drugs, I panic hop-
ing people around me
don’t know what they’re
for.

I try not to let HIV
control my life. But there
are days when, on a phy-
sical and emotional level,
I can’t deny its impact.
I’ve had friends die too
young, and it amazes me
the number of people

who breeze in and out of
our lives. Do they enter
our lives by coincidence,
or do they magically
appear at the precise
moment when their mem-
ories will be forever em-
bedded in our hearts?

My life is cluttered
with things like T-cells,
viral load, side-effects,
clinical trials, support
groups, co-pays, doctor
visits, and a topic I never
believed would be part
of my world. . .  AIDS.
March 6, 2003March 6, 2003

Excerpts from a litany from the
Christian tradition

(adapted from a liturgy for World AIDS
Day, 1999-2000, Uganda)

God of overflowing love, we come with
joys and sorrows. We come in turmoil and
chaos, struggling to create one world in
one hope. Let your loving justice inspire
our hearts as we pray:
God of our hope, make us one as we walk
with all who live with HIV or AIDS. En-
courage our hearts and open our hands.
God of our hope, make us one as we lift in
a special way today the African American
community, persons from Haiti, those be-
sieged with this illness on the continent of
Africa and in Asia.
God of our hope, make us one as we chal-
lenge poverty, ignorance and fear, preju-
dice and discrimination, particularly af-
fecting those living with HIV or AIDS.
God of our hope, make us one in love, in
seeking justice, and in healing. Make us
faithful in our commitment to action.

God of hope, make us one.
Amen.

Closing Reading
(Edward Everett Hale)

I am only one
But still I am one.
I cannot do everything,
But still I can do something.
And because I cannot do everything
I will not refuse to do the something that
I can do.

Prayers for the healing
of AIDS

The following verses represent some of the readings offered as part of the
Week of Prayer for the Healing of AIDS service sponsored by the Boston Black Church

Week of Prayer for the Healing of AIDS Steering Committee, the PCS Diversity Program,
the MGH Chaplaincy, and the MGH HIV Clinic.

A reading from the
Muslim tradition

(ascribed to Mohammed)
O God, give me, I pray Thee,
Light on my right hand
And light on my left hand
And light above me
And light beneath me.
O Lord, increase light within me
And give me light
And illuminate me.

A reading from the
Jewish tradition

(Hannah Shenesh)
There are stars whose radiance is
visible on earth,
Only when they have ceased to exist.
There are people, the brilliance of
whose memory continues to light the
world,
Though they are no longer with us.
These lights which shine in the dark
of night—
They light the way for humanity.

A prayer from the
Buddhist tradition
(Thich Nhat Hanh)

Let us be at peace with our bodies
and our minds.
Let us return to ourselves and be-
come wholly ourselves.
Let us be aware of the source of be-
ing, common to us all and to all liv-
ing things.
Evoking the presence of the Great
Compassion,
Let us fill our hearts with our own
compassion—
Towards ourselves and towards all
living beings.
Let us pray that we ourselves cease to
be the cause of suffering to each other.
With humility, with awareness of the
existence of life,
And of the sufferings that are going
on around us,
Let us practice the establishment of
peace in our hearts and on earth.
Amen.

ReadingsReadings
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profoundly simple con-
cepts. They live simply
and close to the earth,
sharing life’s joys in
their smiles, laughter,
and most moving of all,
in their song. And these
are just some of the rea-
sons I love Zulu-land.

Returning to Boston
from South Africa is not
an easy transition. The
Zulu people are kind-
hearted and welcoming,
so it was easy to feel at
home with them. Their

hearts are filled with
love and joy. Their great-
est challenge is the strug-
gle they face with HIV/
AIDS. This disease has
caused devastating loss
of life, but has not man-
aged to kill their hope.

Working so closely
with the people, I saw
their fear, doubt, and
confusion. After gaining
their trust, I saw and
heard the depth of their
pain, enveloped in the
crisis of HIV/AIDS.

Nurses, teachers,
community acti-
vists, support
group members,
youth leaders,
new mothers,
infants and child-
ren are dying,
and so are vast
numbers of go-
vernment offi-
cials, doctors,
and lawyers. The
economic back-
bone of their
society is break-
ing, but there is
hope in the un-
broken spirit of
the people. The
people of Zulu-
land took me into
their townships,
homes, and most
of all, into their
hearts; and what
a blessed place it
was to spend 14
months.

The AIDS
virus is killing
the youngest and
brightest in the
lush green Natal

territory. That anything
and everything grows
there is a strange irony.
The sadness of what was
happening around me
sometimes overwhelmed
me.

A young teacher nam-
ed, Grace, whom I be-
friended and visited of-
ten, asked me time and
again as she grew weak-
er, “When will I be able
to get the medicines I
hear about?”

I had no answer for
her. And she will never
know; she died this past
autumn. A good friend
named, Thabo, a commit-
ted young activist and
community health moti-
vator, asked me a year
ago to watch out for his
fiancée, Lindewe, while
he was away in another
township. She had been
sick for a while. Lind-
ewe died while Thabo
was away motivating
others to take up the
struggle for AIDS edu-
cation, treatment and
prevention. When young
people like Grace and
Lindewe died, I felt pow-
erless to make a differ-
ence.

In times when I was
weary, I would drive
along the Indian Ocean
to renew my spirit. I
could hear my father
telling me to, “Follow
your heart.” My father’s
presence was an endur-
ing reminder of a pro-
found and greater grace.
There was no denying
that my heart and soul
were with the Zulu peo-
ple. In my time with
them, I was not only
welcomed as a guest into
my Zulu brothers and
sisters’ lives, I was con-
nected to them on a
deeper level than I could,
or needed to, define.

In suffering my own
personal loss when my
father died, I returned to
South Africa where my
Zulu family grieved with
me and supported me.
Their loving presence in
the midst of my crisis
somehow made my grief
tolerable. Their joy,
laughter, and song in the
midst of their own crises
gave me courage and
hope. They sang many
songs, but one that com-

Recalling the Zulu spirit
—by Christopher Shaw, RN,

outreach nurse, Partners AIDS Research Center

continued on next page

he air is steamy
in Kwa-Zulu
Natal, and sweat

is part of the uni-
form you wear each day.
It’s amazing how quickly
the body can adjust to
weather, particularly
when the warmth and
fellowship of the people
are present, too. I spent
14 months in South Af-
rica with the Zulu peo-
ple. Among them, every-
thing is shared. The circle
of life and the sharing of
food and fellowship are

Chris Shaw, RN, outreach nurse,
Partners AIDS Research Center

The Global CommunityThe Global Community
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forted me most said simp-
ly, “I know the Lord will
make a way for me, yes
for me.” In the harmony
of their voices, raised
together as one, every
song was powerful, but
particularly that one that
simply affirmed faith. In
a land rich in tradition
and culture, the heart of
South Africa is as rich
and green as the fields of
Kwa-Zulu Natal, and
South Africa’s soul re-
verberates in the har-
mony of the Zulu peo-
ple’s voices.

I am ever aware that
the struggle continues.
My colleague and friend,
Krista, is still there. She
is a doctor from MGH
who continues to listen
and respond to the needs
of the people. Krista
works to ensure that qua-
lity treatment and care
get to the people. Her
energy and love for the
Zulu people are enor-
mous. Just last week she
sent me a note about a
mutual friend, Antoine, a
young, HIV-positive
community health work-

er. He revealed his status
in an effort to help teach
others about the disease.
He worked to educate
the public in the busiest
metro transport station in
downtown Durban. He
was bright and funny
and seemingly healthy
just a few months back.
As he grew weaker in my
last days in South Africa,
Krista scrambled to get
him medications. But
they came too late. I cried
when I got Krista’s mes-
sage that Antoine had
died at the age of 25 with
so much life left to live. I
think about the message
he would want to leave
behind. I’m sure part of

Recalling the Zulu Spirit
continued from previous page
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it would be to tell the
world to listen to the peo-
ple of South Africa, who
are blessed but in dire
need of help from the
global community.

I once heard it said
that, “To be heard is to
be loved.” As a people,
we need to listen, hear,
and respond so the beau-
tiful voices of South
Africa are not silenced.
For so many to die of a
treatable disease is un-
conscionable.

I had the honor of
working closely and
traveling with the Siniki-
themba Gospel Choir. In
Zulu, Sinikithemba
means, “We give hope.”

Recently, the MGH com-
munity had an oppor-
tunity to hear this amaz-
ing group of South Afri-
can men and women
when they performed
here on Valentine’s Day.

Gospel music is an
interactive exchange of
call and response. The
Sinikithemba Choir re-
minds us that there’s
hope in the face of un-
precedented strife. They
call upon us to listen. . .
they call upon us to
respond.

Members of the Sinikithemba Gospel Choir perform at MGH.

For information about
the Sinikithemba Gospel
Choir, send e-mail to:
kmcmonagle@partners.org.
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Espiranza and the goat:

a story of faith, hope, and
understanding

e are Sandra
McLaughlin,
clinical social

worker, and Mary
Martha Thiel, director of
the MGH Chaplaincy.
We wanted to share this
narrative because it high-
lights the importance of
clinical collaboration
and spiritual caregiving
in the delivery of cultur-
ally competent care to
this patient living with
HIV. Please note that
Esperanza contributed
to, and gave permission
for, this narrative to be
published.

Sandy
Esperanza is a 27-year-
old, South American
woman who came to the
United States to further
her education in hopes of
becoming a nutritionist
in the rural parts of her
native country. A few
years after coming to the
US, she contracted a
series of infections. Even-
tually, she was diagnosed
with HIV in December,
1998.

 Esperanza was over-
whelmed, isolated and
extremely depressed.
Based on her limited
knowledge of HIV, she
felt she would die a
quick and painful death.
Her MGH doctor en-
couraged her to meet
with an HIV social work-
er for support, but for
months she wasn’t able
to bring herself to do it. I
finally met Esperanza in
April. She was suicidally

depressed and hearing
voices. She was hospi-
talized, against her will,
and spent 10 days in an
inpatient psychiatric
facility. She began see-
ing me twice a week for
therapy, and an MGH
psychiatrist for medica-
tion.

When Esperanza was
a young adult, a political
gang ravaged her fam-
ily’s home and raped her.
This was how she had
contracted HIV. Her at-
tacker told her he had
HIV, but she was so
overwhelmed by the
event, she blocked it out
of her memory. Her HIV
diagnosis caused a re-
emergence of post trau-
matic stress symptoms.
For the first two years I
worked with Esperanza,
she was convinced she
would die within a few
weeks. She felt hopeless
and alone. She felt she
couldn’t tell anyone
about her diagnosis be-
cause of the stigma HIV
infection carries in her
community.

It became clear to me
early in our work togeth-
er that spirituality was an
important factor in Es-
peranza’s life. She strug-
gled to find meaning in
her illness, and wonder-
ed how God could have
allowed this to happen.
She thought she had
done something bad and
this was God’s punish-
ment. This belief caused
her to feel that God had
abandoned her. Given

the complexities
of her case and
the depth of her
despair, I de-
cided to consult
with Reverend
Mary Martha
Thiel, director
of the MGH
Chaplaincy. I
thought she might be able
to access some of Esper-
anza’s spiritual issues
differently, and that our
work would complement
one another’s. Though
initially resistant, Esper-
anza, in time, agreed,
and the three of us set up
a time to meet.

Mary Martha
I met a young, pretty
woman sitting stiffly in
Sandy’s office. She
couldn’t hold eye con-
tact, and her face reveal-
ed no feelings. She spoke
with very few words and
in such a low voice I had
to strain to hear. I ex-
plained that I was a chap-
lain, a Protestant mini-
ster, and that I would be
happy to offer spiritual
support in collaboration
with Sandy’s therapeutic
work.

Haltingly, the themes
I expected came forth:
she had been raised in
the Protestant faith, she
attended a church found-
ed by missionaries. Her
family had embraced
Christianity, and the
church represented an
organizing principle of
her family’s life. She
believed God was omni-
potent, and that whatever

happened was God’s
will. To be saved, she
had to believe in Jesus
and keep in touch with
God through prayer and
worship. But these be-
liefs didn’t work for her
anymore. During the
rape, she had prayed for
God to save her, but He
didn’t. She could no
longer pray or attend
church services. She felt
utterly without hope, and
experienced God only as
absent.

As she spoke, I was
reminded of Psalm 130,
which I offered to read
with her: “Out of the
depths I cry to thee, O
Lord. . .”

I said I took heart that
prayers like this are in-
cluded in the Bible, and
that for thousands of
years, part of the human
experience of faith has
been to cry out to God in
lament, to protest against
things that aren’t our
fault.

“I have no hope now,”
she said.

“Perhaps I can hold
onto hope for you,” I
said, “until you’re able
to feel yours again.”

I felt we had begun
an important relation-
ship, and hoped I had
enough strength of spirit
to accompany her into
the terror of her unknown.

Sandy
Mary Martha and I con-
tinued to meet with Es-
peranza, and despite the
inevitable ups and downs,
she began to stabilize
medically, psychiatric-
ally and spiritually. Be-
cause of her work with
Mary Martha, it became
clear to us that an indica-
tor of the severity of her
depression was how
close she felt to God.
Waiting for more tradi-
tional indicators to sur-
face would have meant
intervening later in the
process, when her symp-
toms would have been
worse and her suffering
greater. I used this infor-
mation to integrate a
spiritual assessment into
my meetings with Esper-
anza. All of these things
enabled her to get ade-
quate treatment as an
outpatient, with less dis-
ruption in her life.

continued on next page

Sandra McLaughlin, LICSW, clinical social worker (left), and
Mary Martha Thiel, director, MGH Chaplaincy
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Mary Martha
I came to know more
about Esperanza’s re-
ligious world and her
community ties. She did
not feel safe enough to
tell her pastor of her spi-
ritual struggle or of her
HIV status. So I became
her pastor. She felt the
loss of her connection to
church, God, and friends
intensely. I offered to
pray with her at the close
of each session, and she
never refused. Some-
times the prayers were
laments: “Are you there,
God?” Others were pray-
ers of thanksgiving:
“Thank-you that the
medication is working.”
By praying together, I
wanted her to experience,
in a repetitive and ritual-
ly powerful way, her
connection to me, her
faith, God, her own inner
resources, and her family
and friends.

I asked about her
understanding of depres-
sion. She told me that in
her culture, it was be-
lieved to be inflicted by
demons, which could be
exorcised by religious
elders of the community.
She knew the American
understanding of depres-
sion as an illness that
could be treated by med-
ication and therapy. She
felt burdened with the
pressure of holding these
two different explana-
tions, but she was unable
to dismiss either one.

This was my chal-
lenge: Do I insist on my
Western interpretation of
depression as an illness

and deny the existence of
her demons (thereby
implicitly denigrating
her spiritual connections
to the land of her birth,
family and faith)? Or do
I try to work within the
world view of her coun-
try? And if I do that, am
I enabling sub-standard
medical care and aiding
her psychosis?

I made the decision to
work within both mo-
dels. I prayed with her
for God to remove the
demons, and prayed in
thanksgiving for the
knowledge of her pro-
viders and the efficacy of
their medicines. We both
experienced relief at this
dual approach.

What seemed at first
like a setback, turned out
to be just another bump
in the road of culturally
competent care. Esper-
anza liked to do hand-
work to pass the time.
Her favorite piece was
an embroidered picture
of Jesus the Shepherd
with his goats. She said
she felt calmer looking at
the picture, and was re-
minded that Jesus was
taking care of her.

“Do you identify
with the goat in the pic-
ture?” I asked.

“Oh yes!” she said.
I was startled. In Wes-

tern Christian iconogra-
phy with which I am
familiar, the goat is a
symbol of rebelliousness.
The sheep, in contrast, is
a symbol of faithfulness.
It is much better to be a
sheep than a goat! I fear-
ed that in identifying
with the goat, Esperanza
was viewing herself as
sinful, at fault for the
rape and for contracting

HIV. I asked her to tell
me about the goat.

“The goat is a special
animal to my tribe. It is a
symbol of my people.” I
re-oriented myself to her
perspective, with relief.
For Esperanza, the goat
was a symbol of loving
intimacy and safety!

Sandy
Esperanza still faced
many daunting chal-
lenges. Since leaving
school, she had lost her
legal status in the US.
This put her at risk for
deportation back to her
country where no HIV
treatment was available.
We began to talk about
applying for political
asylum, since her rape
had been politically mo-
tivated. But the process
was daunting, since it
would mean re-telling
and reliving the trauma-
tic events many times.
There was also the risk
that her application
would be denied. With
the support of her MGH
providers, legal assist-
ance, and her faith, she
was able to file the appli-
cation. Waiting was ex-
tremely difficult; she
needed our support more
than ever. As her anxiety
grew, she experienced
more symptoms of de-
pression. She sought a
connection with a new
church community, and
found support there and
from her friends.

After the hearing, it
was months before the
decision came. It was
during this waiting per-
iod that Esperanza gave
Mary Martha and me a
very special gift. She
gave us each a soapstone
bowl that had come from

her country. Carved into
each bowl was an ele-
phant with trunk lifted
high. She explained that
in her country, this is a
symbol of hope. She
wanted us to know that,
no matter what the out-
come of her asylum pe-
tition, we had given her
back hope. Both Mary
Martha and I accepted
our gifts with tears in our
eyes.

Fortunately, Esper-
anza was granted asy-
lum. At first, she was
overjoyed. But as time
went on, her feelings
became more complex.
She was relieved to be
able to stay in a country
with good medical care,
but pained at being sep-
arated from her home-
land, a country she loved
and where most of her
family still lived. She
explored these emotions
in our work together, and
mourned her losses.
Then she was able to
move on.

Esperanza returned to
school to finish her deg-
ree. She has now com-
pleted three semesters
and is doing well. She
has hope that someday
she will be able to return
home to live without
endangering her health.
Her father visited this
past summer, which
brought her great joy.
Despite our hope that she
would break through her
self-imposed wall of
silence, she did not tell
her father of her HIV
status. She is clear that
for her, this was the best
decision. She says she
will eventually tell him,
but probably at a time
when he is in the pres-

ence of, and has the sup-
port of, the rest of the
family. She is very active
in her new church, and
has a great group of
friends. Her HIV status
remains her secret.

Mary Martha
When I ask Esperanza
what got her through the
last four years, she
doesn’t hesitate. “God
and my faith,” she says.
She feels the only place
she can be fully at home
now is with God. Other
supports are important,
but God is central.

I continue to meet
every few weeks with
Esperanza, as her life
unfolds. As her pastor,
and a person of faith, I
am wholehearted in pray-
ing with her: Gracious
and mysterious God,
thank-you for the heal-
ing you have already
brought Esperanza. Let
her continue to know
your love for her, and
sustain her as she walks
with you in faith into the
unknown. Amen.

Esperanza
When I read this, I was
impressed by the part
about the goat. This is
the way I look at it: Al-
though the goat is stub-
born, naughty and rebel-
lious, sometimes eloping
and running off risking
attack, it is still precious
to the shepherd. The
shepherd is ever faithful,
loving, and patient, al-
ways running after the
goat, to keep it safely
within his care.

Reading this narra-
tive made me think about
something I wrote on the
inside cover of my Bible

Exemplar
continued from page 8

continued on page 13
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have the honor
of working in the
Infectious Dis-

ease Practice at
MGH as a clinical social
worker. Each day brings
new experiences, re-
wards and challenges,
allowing me to work
closely with an extraor-
dinary staff that exempli-
fies compassion and
commitment to care on a
daily basis.

HIV is now viewed
as a long-term chronic
illness. Due to the great
advances made through
research and various
treatment options, an
HIV or AIDS diagnosis
is no longer considered a
death sentence. Many
individuals who have
HIV or AIDS can make
long-term plans and live
healthy, productive lives.
They’re able to maintain
full-time jobs, have fam-
ilies, travel, and exercise;
essentially, participate
fully in life.

While it’s clear we’ve
made enormous advances
in the care and treatment
of HIV/AIDS, there are
areas that still need im-
provement. Prevention
and education continue
to be crucial factors in
reducing the spread of
the disease. Stigmatiza-
tion is still a problem.
Much of this is due to a
lack of education, ig-
norance, and fear about
HIV transmission. Pa-
tients still report inci-
dents of rejection and
mistreatment at the hands
of friends, family mem-
bers, and others due to a

fear of ‘catching’ HIV or
associating with some-
one who has the virus.

Judgment is some-
thing our patients strug-
gle with on a daily basis;
asking them how they
contracted HIV/AIDS
can compound that feel-
ing of ‘being judged.’
Rarely do other diseases
carry such shame and
ridicule. When a patient’s
history indicates a po-
tential risk for future
exposure, it can be help-
ful to know how the dis-
ease was transmitted, so
a dialogue about possi-
ble future risk factors
can be explored in a safe
and empathic environ-
ment.  As providers, we
need to be thoughtful
and sensitive about how
and when this informa-
tion is obtained.

Given the examples
sited above, it’s under-
standable that some in-
dividuals choose not to
share their HIV/AIDS
status with others. As a
practice, we encourage
patients to disclose their
medical diagnoses with
those who will be loving
and supportive. Unfor-
tunately, imparting one’s
HIV/AIDS diagnosis to
others can result in rejec-
tion, discrimination,
physical harm, and emo-
tional trauma. As a re-
sult, healthcare providers
are often the only people
patients feel safe talking
with about their illness.
It’s crucial for us to know
who, if anyone, is aware
of our patients’ HIV/
AIDS diagnosis so we

can ensure their desired
level of confidentiality is
respected. It is our hope
that continued education
and heightened aware-
ness will reduce the stig-
ma and discrimination
that still accompanies
this disease.

There’s no doubt that
new HIV medications
have helped enormously
in the fight against HIV/
AIDS. But those same
medications can cause
complications that could
potentially make a pa-
tient’s life even more
difficult. Side-effects can
range from mild to se-
vere. Open dialogue be-
tween patients and pro-
viders ensures that an
acceptable balance is
reached between what is
tolerable and what is
unmanageable for the
patient. Empowering
patients through open
dialogue helps them ne-
gotiate the complex de-
cisions necessary to en-
sure quality of care as
well as quality of life.

We’re fortunate that
we have the opportunity
to interact with indivi-
duals from all over the
world. We care for pa-
tients from a wide range
of backgrounds, tradi-
tions, beliefs and cus-
toms. We need to feel
comfortable talking with
our patients about their
cultural and religious
beliefs to ensure the care
they receive is respectful
and meaningful to them.
I find that most of my
education in this area
comes directly from my

interactions with patients
themselves. Asking how
illness in general, and
HIV/AIDS in particular,
are viewed from their
perspective helps me
provide thoughtful, ef-
fective care.

Family is another
important aspect of cul-
turally competent care.
Many of our patients
have same-sex spouses
or partners. Learning
about our patients’ fam-
ilies allows us to include
that critical support sys-
tem early on in our care.
Arranging for a health
care proxy, power of
attorney, and/or guardi-
anship for children is
especially important for
same-sex partners to
ensure their wishes are
carried out, while at the
same time respecting the
sanctity of the couple’s
relationship.

Some of our patients
have extremely traumatic
histories, including ex-
periences with sexual,
verbal, and physical abuse.
These experiences can
result in issues with ad-
diction, mental illness,
legal difficulties, home-
lessness, self-destructive
behaviors, and isolation.

Again, being aware of,
and open to, dialogue
about these issues in a
non-judgmental and sup-
portive manner is essen-
tial in providing sensi-
tive, comprehensive care.

Another issue that
impacts quality of care is
diminishing resources.
We’re seeing more and
more resources slashed
from our state and fed-
eral budgets, making the
most vulnerable of our
patients even more likely
to be neglected. Without
these critical resources,
providing effective care
becomes ever more chal-
lenging.

My work is profound-
ly rich and satisfying in
so many ways. I have the
honor of knowing and
assisting people who
strive to live well despite
the challenges that come
with living with a seri-
ous chronic illness. I am
influenced and greatly
rewarded every day by
the interactions I’m for-
tunate to have with our
patients. Time and again,
I am reminded of how
life can be lived with
tremendous grace and
dignity.

Clinical issues from a social
work perspective

—by Brigid Schiano, LICSWI

Brigid Schiano, LICSW,
clinical social worker

Social ServicesSocial Services
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What is a lifetime
—a poem by Shanee A. Haynes

I know I only sit with you for a short while but,
During that short while we converse for what seems like days
Giving me a glimpse of who you are.

I want to thank you for sharing you with me
I want to thank you for teaching me that there is so much more to who
you are
And that you’re not just a simple blood draw.

I have grown to know, care and feel for you even though I take care of
a small part of you.
And I want you to know that I enjoy every moment you allow me to
steal of your time.

I want to thank you for teaching me.
Allowing me to see a little more of you each time we meet.
I thank you for giving me a piece of who you are.
Showing me that many worlds exist besides my own.
Showing me the beauty in everyone I encounter even if I knew him or
her for a short moment.
It’s still a moment that I would not have had if it wasn’t for you.

I only hope that I have done the same for you.

Thank you

Walking toward
Jerusalem

—a poem by Robert Young-Cooley

4:00 in the morning and the apartment walls
begin to close in and the silence is deafening
because it rings so loud

Emotions are on a vertiginous train
spiraling down, down, down
What are they?

Disbelief, not me
Denial, no not me
The test must be false-positive
So if I won’t think of it
And if it is not thought of
blotted out, it does not exist,
No Thing
Stop the silence

Acceptance. A big word heavy weighted with
freight too much to deal with at 4:00 in the
morning

Acceptance. Leading ineluctably to shame
An even bigger word with even more freight
causing, willy-nilly, emotional paralysis
the hanging of one’s head
Stop the Silence

Anger. An anger so intense that you feel it
burning at the base of the brain and in the bowels
like hot Ice and you then have to figure out
just who or what you’re angry with

Well.

Anger can be a revolutionary emotion
if it is channeled into passion and then into
action and the most revolutionary act any of
us can take, and it is a personal one: to
choose life

The silence stops
the sun shines
it is a new day

Robert Young-Cooley is a free-lance writer
living in Mattapan

ReflectionsReflections
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lobal estimates
currently indi-
cate 42 million

people living with
HIV/AIDS. Of this num-
ber, 38.6 million are ad-
ults, 19.2 million are
women, and 3.2 million
are children under 15
years of age. New infec-
tion rates are even more
alarming with 5 million
cases of newly infected
patients reported in 2002,
and 3.1 million deaths.
These numbers are stag-
gering. It’s difficult to
comprehend the astrono-
mical global impact of
these figures.

The United States
alone had 900,000 peo-
ple living with HIV/AIDS
in 2001, and 12,000
HIV-related deaths. The
numbers in this pande-
mic continue to grow,
and although there have
been numerous scientific
advances, an effective
vaccine for prevention
remains elusive.

Well into the second
decade of HIV/AIDS,
the science and treatment
of HIV has changed dra-
matically. People living
with HIV are living long-
er, and HIV is now con-
sidered a chronic illness
for those who have ac-
cess to treatment. With
the advent of numerous
drug therapies, an HIV/
AIDS diagnosis is no
longer considered a death
sentence.

There are four differ-
ent classes of medications
for HIV treatment: nucle-

oside analogs, non-nucle-
oside analogs, protease
inhibitors and the soon-
to-be approved fusion
inhibitors. The medica-
tions pharmacologically
prevent HIV from repli-
cating by interfering
with different steps of
the virus’ life cycle. The
medications are given in
combination, usually
with at least three medi-
cations together, often
referred to as a ‘cocktail.’

The HIV virus has
the unique ability to ad-
apt to sub-optimal levels
of the drugs in a person’s

body. It mutates to miti-
gate the ability of the
drug to stop the HIV
virus from replicating,
which leads to resist-
ance. That resistance has
made HIV difficult to
treat with the medica-
tions currently available.
Also, within classes of
medications, cross-resis-
tance can occur. If resis-
tance to one medication

in a class develops, other
medications in that class
may also be affected.

Unfortunately, drug
treatment is not benign.
There are short- and
long-term side-effects
that can make drug treat-
ment difficult to tolerate.
Adherence, taking HIV
medications in the exact
way they’re prescribed,
is a challenge, and clini-
cal studies have shown
that at least 95% adher-
ence is necessary to pre-
vent the HIV virus from
mutating and becoming
resistant. Many people

with HIV have a difficult
time taking medications
as prescribed, and have
exhausted all available
medication combina-
tions. Long-term side-
effects, such as lipodys-
trophy (fat redistribu-
tion), cardiac abnorma-
lities, bone disorders and
peripheral nerve disor-
ders are also an issue for
many patients taking

HIV medications. Be-
cause of these side-ef-
fects, and the potential
for others, clinicians are
now delaying therapy for
people with HIV. The
Department of Health
and Human Services and
the International AIDS
Society guidelines for
HIV treatment have both
changed their criteria to
delay the initiation of
HIV treatment.

We now have the
ability to measure the
amount of virus circulat-
ing in the blood, and
according to this mea-
surement we’re able to
assess the success of
drug therapy as well as
the need to begin drug
therapy. This viral load
measurement in conjunc-
tion with the measure-
ment of the CD4 or T4
cells, which are the mark-
ers of current immune
function, enable virolo-
gic monitoring of HIV
within patients.

The immune system
is very complex and re-
searchers at MGH and
Partners AIDS Research
Center are among the
world’s leaders in study-

ing the HIV virus and
immune functioning.

This is a very excit-
ing time in the field of
HIV. People are living
longer, leading normal
lives, and theoretically,
enjoying normal life
spans. In December of
2001, the American Col-
lege of Obstetrics and
Gynecologists (ACOG)
released a statement re-
garding mother-to-child
transmission rates of the
HIV virus. With effective
HIV treatment, transmis-
sion rates have been dra-
stically reduced from
28% to 0-2%, using med-
ications to avoid mother-
to-child transmission.
Many women with HIV
are now having children,
and although the rate of
transmission is not zero,
the significant reduction
in transmission is a wel-
come advancement.

Unfortunately, med-
ical advances seem to
have contributed to a
sense of complacency
with a rise in the number
of new HIV infections
and AIDS cases reported

Sheila Davis, ANP, adult nurse practitioner,
Partners AIDS Research Center
Infectious Disease Associates

HIV treatment successes
and challenges

—by Sheila Davis, ANP, adult nurse practitioner
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“In the years ahead we will,

no doubt, learn a great deal more about

AIDS and how to control it. We will also

learn a great deal about the nature of

our society from the manner in which

we address the disease. AIDS will be a

standard by which we may measure

not only our medical and scientific

skill but also our capacity for

justice and compassion.”

—Allan Brandt
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one day as I reflected on a ses-
sion I had with Mary Martha. I
wrote:
“My God is so gentle…
A bruised reed He will not
break,
And a smoldering wick He will
not snuff out.
He will heal my bruises, and
help my flames burn a little
longer.” (Isaiah 42:3)

Mary Martha
Indeed, Esperanza’s image of
God has changed. For her, God
is no longer omnipotent, but an
ever-present source of strength
and hope. Caring for Esperanza

required religious/spiritual care
alongside medical, psychosocial
and psychiatric care. Without
any one of these aspects, her
treatment would not have been
as effective. Given the centra-
lity of her faith, and the crisis
of faith her illness caused, my
collaboration with Sandy was
essential to her care. We were
able to support each other dur-
ing the more challenging peri-
ods of our work. We share a
sense of joy that Esperanza has
been able to rebuild her con-
nection with God, and bring her
own spiritual resources into her
healing.
Comments by Jeanette Ives
Erickson, RN, MS, senior vice
president for Patient Care
and chief nurse

Illness is the great unknown. As
this narrative so dramatically
illustrates, illness can be a
source of fear, pain, confusion,
and loss of faith. In providing
support and guidance to pa-
tients, clinicians often seek the
help of colleagues from other
disciplines. Sandra was wise to
turn to Mary Martha. Together,
they were able to educate and
support Esperanza, and help her
through a crippling spiritual and
emotional crisis.

Closely coordinating the
culturally sensitive care they
provided, Sandra and Mary
Martha empowered this coura-
geous woman to find meaning
in her life and in her faith again.
Thank-you, Sandy and Mary
Martha. And thank-you, Esper-
anza.
March 6, 2003March 6, 2003

in the United States for the first
time in a decade. Dr. Ronald
Valdiserri, deputy director of
The National Center for HIV,
STD, and TB Prevention at the
CDC, reported an 8% increase
in new cases between 1999 and
2001. Of those new cases, 14%
were attributable to sexual
transmission among men, and
10% to heterosexual transmis-
sion. Women are reducing the
gender gap. Young women of
color are among the fastest
growing population of new
cases in the United States. HIV
continues to exploit the disen-
franchised. Socioeconomic dis-
parity and poverty are contri-
buting to the rising rates of HIV.

Recent advances in HIV
treatment have greatly altered the
life cycle of the disease in the
developed world. Unfortunately,
the majority of people living
with HIV/AIDS in the world
today do not have access to drug
treatment. Less than 4% of peo-

ple needing antiretroviral drug
treatment in low- and middle-
income countries were receiving
drugs by the end of 2001. The
mysteries of the HIV virus con-
tinue to be explored in state-of-
the-art laboratories with enor-
mous progress being made in
immunology and virology. But
still greater challenges need to
be addressed, including access
to care, social and economic
disparities, and gender inequal-
ities that result in a dispropor-
tionate epidemic in a world of
‘haves’ and ‘have-nots.’

We need to celebrate the
tremendous advances that have

Medical Update
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been made in the field of HIV/
AIDS and at the same time,
advocate for access to treatment
for all. In 1988, relatively early
in this epidemic, noted public
health expert, Allan Brandt, said
“In the years ahead we will, no
doubt, learn a great deal more
about AIDS and how to control
it. We will also learn a great deal
about the nature of our society
from the manner in which we
address the disease. AIDS will
be a standard by which we may
measure not only our medical
and scientific skill but also our
capacity for justice and com-
passion.”

The Employee Assistance Program
“Strategizing Your Financial Future”

Presented by Dee Lee, CFP, MBA

This seminar will help you manage all the components
(investing, debt management, taxes and estate planning) of
your financial plan. Tips will be provided for prioritizing your
goals, identifying investment income, and minimizing debt.

Thursday, March 13, 2003
12:00–1:00pm

Wellman Conference Room

For more information, please call: 726-6976.
Please recycle
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y God is so gen-
tle,” quotes Esper-
anza, a young

South American
woman infected with
HIV through a politically
motivated rape (see ex-
emplar on page 8). This
image of God as gentle,
put forth by the Biblical
prophet, Isaiah, has not
always matched her ex-
perience of The Holy
One. Esperanza’s experi-
ence highlights some of
the spiritual issues that
many people with HIV/
AIDS face (this model is
adapted from NANDA).

Most individuals
diagnosed with HIV
experience spiritual dis-
tress as part of their reac-
tion. Spiritual distress
happens when one’s core
beliefs are broken or
threatened, and spiritual
distress is exacerbated
when one is separated
from one’s community.
Esperanza faced both.

Who is God that this
happened to me? Is God
powerful after all? If He
is, why didn’t he save me
from this? If He isn’t,
who is He then?

These questions mark
the core spiritual struggle
between fear and trust.
Esperanza’s conservative
Protestant upbringing led
her to believe that if she
was faithful to God, God
would make everything
work out well for her.
Her rape and diagnosis
struck down this belief.

Understandably, for-
giveness has been a spi-

ritual struggle for Esper-
anza. She needed to visit
the possibility that she
was somehow at fault for
her predicament. Spirit-
ually, it might have been
simpler for her if there
had been something she
could have done differ-
ently to prevent the at-
tack. Then her under-
standing of God could
remain as it had been,
with God in control of
events. But there wasn’t
anything she had done.
Slowly, over the months
of our work together, she
was able to claim her
innocence.

The issue of being
forgiven is often a hard
one for people with HIV/
AIDS. It’s easy for oth-
ers to say they brought
the disease on themselves
through various high-
risk behaviors. But the
real theological question
is: Is God someone who
would use illness to pun-
ish people? What about
the Esperanzas of the
world, or babies born to
HIV-infected parents, or
grandmothers who con-
tracted the virus through
a blood transfusion? Are
other diseases the result
of God striking down
sinners, or just this one?

We cringe at the
thought that cancer or
diabetes might be God’s
mark of judgment. So
why would HIV be any
different? These excru-
ciating ruminations are
often part of the experi-

ence of HIV/AIDS in our
culture. Good pastoral
care can help make a
difference in a person’s
ability to let go of his/her
need to be forgiven for
contracting the illness.

The flip side of this
spiritual dynamic is the
move to offer forgive-
ness. For Esperanza,
what about her attack-
ers? They certainly ex-
pressed no remorse or
intention to change their
behavior. Christian tra-
dition does not insist on
forgiving the perpetrator
under these conditions.
Maybe God can forgive
her rapist, but the moral

onus is not on Esperanza
to forgive him. Maybe
she will, in time. Maybe
she won’t. She feels
some freedom around
this.

The one she did come
to forgive was God. But
her theology had to
change. Instead of being
all-powerful, God be-
came ‘gentle.’ God still
has power for Esperanza,
but it is the power of
being present with her,
encouraging her, work-
ing through her health-
care providers; it is not
the power of cure.

Like many others,
Esperanza was terrified
when she received her
diagnosis. She believed
her life would be taken
from her at any moment.
Discovering over time
that she could still live a
meaningful life and make
realistic plans for the
future marked a move
from despair to hope.
Today Esperanza is in
school full-time, pre-
paring for a professional
career, and getting ex-
cellent medical care here
at MGH. She has a fu-
ture again.

In her country of
origin, where medical
care is not of the same
quality as it is here in the
US, a diagnosis of AIDS
means death. The stigma
of HIV infection is pow-
erful. To this day, Esper-
anza has told none of her

family or friends about
her health status. She
feels a huge barrier be-
tween herself and those
she loves. As her friends
are getting married, Es-
peranza refuses to date,
not wanting to put an-
other at risk through
their intimacy.

The spiritual struggle
to love and be loved is
ongoing for her.

Esperanza knows she
is spiritually stronger
than she was before the
violence. She is clearer
in her life goals, and
stronger in her resolve to

achieve them. This is
part of her ongoing jour-
ney to find meaning—
another core spiritual
dynamic. Finding mean-
ing in suffering comes
slowly. It is work that
can only be done by the
individual him/herself.
Healthcare providers
must refrain from im-
posing their own mean-
ing on others.

Gratitude, the final
core spiritual dynamic,
may seem an oxymoron
in the context of AIDS.
But some people do
come to a place of grati-
tude—not for the ill-
ness itself—but for the
healing and love they
experience because of
the illness. Esperanza
expressed her gratitude
to her social worker and
me by giving us hand-
crafted bowls from her
country, decorated with
her cultural symbol of
hope.

Spiritual care of
persons with HIV/AIDS
is not for the faint-heart-
ed. The same spiritual
themes exist for the
caregiver as for the
cared-for. The spiritual
struggles can be agon-
izing, and the caregiver
must accompany the
person through some
bleak times. Part of the
meaning I find in this
work, is in celebrating
the transformation that
can come out of de-
struction and despair.
New life out of death.
For me, as a Christian
minister, this core the-
ological tenet is made
real every time I meet
with Esperanza. May
God be with us both.

My God is so gentle:
spiritual issues and HIV/AIDS

—by Mary Martha Thiel,
director, MGH Chaplaincy

ChaplaincyChaplaincy

Who is God that this happened to

me? Is God powerful after all? If He is,

why didn’t he save me from this? If He

isn’t, who is He then?
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For detailed information about educational offerings, visit our web calendar at http://pcs.mgh.harvard.edu. To register, call (617)726-3111.
For information about Risk Management Foundation programs, check the Internet at http://www.hrm.harvard.edu.

Contact HoursDescriptionWhen/Where
End-of-Life Nursing Education Program (Day II)
O’Keeffe Auditorium

TBAMarch 14
8:00–4:30pm

CPR—American Heart Association BLS Re-Certification
VBK 401

- - -March 17
7:30–11:00am,
12:00–3:30pm

USA Educational Series
Bigelow 4 Amphitheater

- - -March 19
1:30–2:30pm

Caregiver Skills
Training Department, Charles River Plaza

7.2March 20
8:00am–4:30pm

Nursing Grand Rounds
O’Keeffe Auditorium

1.2March 20
1:30–2:30pm

CCRN Review Day II
O’Keeffe Auditorium

TBAMarch 21
8:00am–4:00pm

BLS Certification–Heartsaver
VBK 601

- - -March 24
8:00am–12:00pm

CPR—Age-Specific Mannequin Demonstration of BLS Skills
VBK 401 (No BLS card given)

- - -March 25
8:00am–12:00pm (Adult)
10:00am–2:00pm (Pediatric)

New Graduate Nurse Development Seminar II
Training Department, Charles River Plaza

5.4 (for mentors only)March 26
8:00am–2:30pm

Nursing: A Clinical Update MGH School of Nursing Alumni
O’Keeffe Auditorium

7.2March 28
8:00am–4:30pm

CPR—American Heart Association BLS Re-Certification
VBK 401

- - -April 3
7:30–11:00am,
12:00–3:30pm

Nursing Grand Rounds
O’Keeffe Auditorium

1.2April 3
1:30–2:30pm

The Joint Commission Satellite Network presents:
“Enhance the Relevance of JCAHO Standards: What’s New for 2003?”
Haber Conference Room

- - -April 3
1:00–2:30pm

Introduction to Culturally Competent Care: Understanding Our
Patients, Ourselves and Each Other
Training Department, Charles River Plaza

7.2April 4
8:00am–4:30pm

Intermediate Arrhythmias
Haber Conference Room

3.9April 4
8:00–11:45am

Pacing: Advanced Concepts
Haber Conference Room

4.5April 4
12:30–4:30pm

New Graduate Nurse Development Seminar I
Training Department, Charles River Plaza

6.0
(for mentors only)

April 9
8:00am–2:30pm

OA/PCA/USA Connections
Bigelow 4 Amphitheater

- - -April 9
1:30–2:30pm

Social Services Grand Rounds
“When Trauma Hits Home: Dealing with Vicarious Traumatization.” For
more information, call 724-9115.

CEUs
for social workers only

April 10
10:00–11:30am

16.8
for completing both days

Advanced Cardiac Life Support (ACLS)—Provider Course
Day 1: O’Keeffe Auditorium. Day 2: Wellman Conference Room

April 11 and April 17
8:00am–5:00pm
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Nursing CarNursing CarNursing CarNursing CarNursing Career Expoeer Expoeer Expoeer Expoeer Expo
Human Resources invites you to learn more about nursing

at MGH, including opportunities for staff nurses (experienced and

new graduates), clinical nurse specialists, patient care

associates, and surgical technologists.

Sunday April 6, 2003
12:00–4:00pm

North and East Garden Dining Rooms

The Center for Clinical & Professional Development will

provide a one-hour  continuing education session to participants

of the Expo. The session is free, and 1.2 contact hours

will be awarded.

“Accelerating Wound Healing”
1:00–2:00pm

Haber Conference Room

For more information, contact: Megan Brown
(mcbrown@partners.org) at 726-5593

or fax: 726-6866.

 The MGH Nursing Alumnae
Association

presents

Nursing Update 2003

The Operating Room of The Future; The
Framingham Heart Study; MGH and Disaster;

Childhood Cancer; Gerontology/Psychiatry

March 28, 2003     8:00am–4:30pm
O’Keeffe Auditorium

7.2 contact hours.  Cost: $40
For more information, call 617-726-3144

Get REAL!
Have you ever thought about the impact

MGH has on the environment? Have you ever
wanted to do something about it?

Now’s your chance.

REAL (Raising Environmental Awareness
League) is a newly formed environmental

group seeking new members.

The next meeting will be held on Wednesday
March 19, 2003, at 3:45–4:30pm in the

Blake 8 Conference Room.

For more information, contact:
peaceout@quik.com or rhorr@partners.org
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