
NIH staff, patients and supporters of The 
Edmond J. Safra Family Lodge gathered 
in early November to celebrate the build-
ing’s 10th anniversary of serving families 
and loved ones of adult patients who are 
receiving care at the NIH Clinical Center.

During the open house event on Nov. 5, 
Dr. John I. Gallin, the director of the Clinical 
Center, emphasized the importance and 
great impact the facility has on the NIH.

“The Family Lodge has played a vital 
part of NIH’s dual mission to advance basic 
knowledge and to improve human health. 
When patients and their families come here, 
they don’t have to worry about staying in 
their cars; they can stay right across the 
street from the Clinical Center. I have seen 
firsthand the healing power of loved ones 
being near the patients when they’re sick. 
I also know that the researchers from the 
14 NIH institutes and centers who use this 
lodge feel particularly grateful to have their 
patients staying in close proximity to the 
hospital and to the care that they need.”

The lodge, which opened in 
2005, includes 34 guest rooms, 
a library, business center, fitness 
area, kitchen, laundry, outdoor 
gardens and walking paths. It was 
named after Edmond J. Safra, a 
private banker and philanthropist 
who was committed to advancing 
medical research and humanitar-
ian causes. His wife, Lily, serves as 
a founding member of the Foun-
dation for NIH and has continued 
to carry on her husband’s legacy 
after his death in 1999.  

“Fortunately for patients whose care pro-
viders have called the Family Lodge home, 
today’s honored guest, Lily Safra, did not forget 
the experience she had caring for her late hus-
band,” Gallin said. “Her enduring empathy for 
the plight of caregivers manifests itself in 
this gift [of the lodge]. This place works. All you 
have to do is look at the patients and speak to 
the patients, and you’ll capture that.”

Numerous current and past patients 

and their families also gathered at the 
event including Julie Gattini, who traveled 
to the NIH with her husband nearly 10 
years ago. Her husband’s ‘biggest concern’ 
about the trip to NIH wasn’t preparing to 
have his second kidney removed, but rath-
er ‘where [Julie] was going to stay, would 
[Julie] be able to handle the traffic, how 
much time would [Julie] spend with him,” 
she said. “All that was alleviated when 
they accepted me here at Safra Lodge.” 

Read more: http://go.usa.gov/c2aNk
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Julie Gattini, who traveled to the NIH with her husband nearly 
10 years ago, spoke at the anniversary celebration of the lodge.  

A decade of dedication: supporters of Safra Family Lodge gather for anniversary

Patients who have interstitial 
lung disease have inflamma-
tion that makes it very hard to 
breathe. One of the last things 
you’d think they’d be doing is 
exercising. And yet, experts at 
the NIH Clinical Center’s Re-
habilitation Medicine Depart-
ment are hoping their trial will 
do just that — use exercise as 
a potential mental and physi-
cal treatment for patients with 
this disease.  

After having tested this 
theory in 2012 to help 
patients with pulmonary 

hypertension, researchers are performing a similar trial 
in patients with interstitial lung disease, which causes 
scarring of lung tissue and stiffness in the lungs.  

The randomized trial involves patients referred by their 
physicians or by Inova Fairfax Hospital, a collaborator on 
the study, along with George Mason University. 
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Rehabilitation Medicine Dept. 
looks to exercise as treatment 
for patients with lung disease

The human immune system is 
a network of cells, tissues and 
organs that work together to 
protect the body from infection 
and, for some people, this in-
cludes protection from the human 
immunodeficiency virus (HIV). Dr. 
Stephen Migueles, an expert in 
the National Institute of Allergy 
and Infectious Diseases (NIAID), 
has spent over 20 years studying 
the body’s immune response to 
HIV. During that time, he and his 
mentor Dr. Mark Connors, also 
with NIAID, have developed pro-
tocols designed to study very rare 
types of immune responses. Their 
patients have had HIV for decades 
without any disease progression, 
HIV-related illness or the virus 
developing into acquired immune 
deficiency syndrome (AIDS).  

Now, Migueles and Connors 
are on the search for how these 

patients control the HIV and how 
they can transfer that control 
mechanism to help other patients. 
Currently, there are an estimated 
1.1 million people in the United 
States and 34 million people 
globally who are living with HIV. 
They hope that the findings of the 
study will allow them to better 
understand the nature of effective 
HIV-specific immunity and focus 
on future vaccine design efforts.

About 250 patients are par-
ticipating in the doctors’ current 
protocol. Each year, these patients 
come to the Clinical Center and 
have blood work done to under-
stand their disease and their indi-
vidual immune responses. There 
are 115 patients in the study who 
are able to control HIV; the other 
patients help Migueles understand 
the “normal” progression of HIV.  
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Patients naturally immune to 
HIV participate in NIAID study

Krishna Jain and other trial partici-
pants go on the treadmill and are 
fitted with a mask, electrodes and 
light sensors to measure how well 
the heart is working and how 
well the muscles use oxygen. 
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In the study, there are two 
groups of study participants. The 
first group walks on the treadmill 
30 to 45 minutes, three times a 
week for 10 weeks, as well as 
receiving educational lectures 
regarding their disease. The 
second, control group, receives 
only the education portion for 
10 weeks. Researchers will test 
mental and physical wellbeing 
before and after the 10 week 
program, and collect monthly 
information regarding exercise 
habits for a year after the trial is completed.

The main measure of the trial is how well 
patients tolerate a 6-minute walk test after 
completing the 10 week program. This stan-
dard test measures a patients’ endurance by 
determining how far a patient can walk within 
6 minutes. The trial will also assess whether 
exercise can increase patients’ physical and 
mental health, as well as the tolerability and 
safety of exercise in patients with lung disease. 
The hope is that exercise can help patients 
both physically and mentally, even if their lung 
function stays the same with their disease. 

“This intensive study is ideal for the NIH Clini-
cal Center, where we can watch patients carefully, 

study their reactions in-depth, and see patients 
frequently,” said Dr. Leighton Chan, chief of the 
Rehabilitation Medicine Department. “With these 
resources, we are starting to view and test exer-
cise as any other drug used for treatment.”

Krishna Jain, a patient and 27-year-em-
ployee of the NIH Center for Scientific Review, 
completed the study. 

“I really liked the attention and real concern 
about my health that I experienced at the NIH 
Clinical Center,” said Jain. “The protocol has 
helped me maintain a regular exercise routine.”  

The Rehabilitation Medicine Department is 
looking to expand studies using exercise as a 
treatment in patients with Traumatic Brain Inju-
ries. Learn more: http://go.usa.gov/cBUeW
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12th Annual Gingerbread 
House Decorating Contest
Dec. 7, 2015 - Jan. 3, 2016
Atrium
Vote for your favorite decorated 
house in the Clinical Center’s 
north atrium or on Facebook, 
and get into the holiday spirit. 
Contact Ann Marie Matlock for 
more information: amatlock@
cc.nih.gov.

Clinical Center Grand Rounds  
Lecture: Homeostatic Control 
of Calorie Intake in Humans 
and its Role in Obesity Treat-
ment; Human Brown Adipose 
Tissue and Its Role in Treat-
ment of Metabolic Diseases
Jan. 6, 2016, Noon – 1:00 p.m.
Lipsett Amphitheater
Presented by Kevin Hall, Ph.D., 
NIDDK and Aaron Cypess, M.D., 
Ph.D., NIDDK.

Upcoming Events 
View most lectures videocast online: 
http://videocast.nih.gov

EXERCISE & LUNG DISEASE from page 1

First place Facebook winner and third place paper ballot 
winner is Pacak’s Lab from Eunice Kennedy Shriver Na-
tional Institute of Child Health and Human Development.

Maya Lodish (right), employee at Eunice Kennedy Shriver 
National Institute of Child Health and Human Development 
admires the houses with daughter Talia Zimmerman.

First place winner, through in person 
ballot voting, is Rehabilitation Medicine 
Department Team’s Mario Kart.

The NIH Clinical Center held the 12th annual Gingerbread House Decorating Contest enjoyed by staff, patients and visitors. This year, 
more than 8,500 votes were submitted, 6,100 of which were cast on the Clinical Center Facebook page. The social media site drew 
2,000 more votes than last year online! Winners, through in person ballots include: 1st place - Rehabilitation Medicine Department 
Team, NIH Clinical Center, 2nd place – Primary Immune Deficiency Clinic, National Institute of Allergy and Infectious Diseases (NIAID) and 
3rd place – Pacak’s Lab, Eunice Kennedy Shriver National Institute of Child Health and Human Developmen (NICHD). The Facebook win-
ners include: 1st place - Pacak’s Lab, NICHD, 2nd place - Management Services Branch (NIAID) and 3rd place - The Circulators -Post Docs 
and Post Bacs in the Division of Developmental Biology, NICHD. The gingerbread houses will remain on display through Jan. 4, 2016.

Sixty-four gingerbread houses dazzle patients, staff and guests
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Vaccine or placebo? For Robert Wilkinson, 
either one is a win. Wilkinson is partici-
pating in a National Institute of Allergy 
and Infectious Diseases (NIAID) trial at the 
Clinical Center to see whether a therapeu-
tic vaccine for human immunodeficiency 
virus (HIV) is safe and can affect how the 
body responds to HIV infection. 

”If I could benefit from this study my-
self, I would be thrilled! It’d be awesome 
if I was taking a vaccine once a month 
instead of pills every day,” he said. “But, 
the biggest thing for me, and the reason 
I want to be a part of the study, is so that 
we don’t confuse movement and prog-
ress. A lot of people are like ‘Well HIV isn’t 
really a big deal. No one dies of acquired 
immune deficiency syndrome (AIDS) 
anymore.’ But I always tell my friends just 
because we’ve made a lot of progress 
doesn’t mean that we are done. And it 
doesn’t mean we can’t be a part of the 
reason that things continue to progress.” 

Wilkinson is one of about 30 patients 
who are participating in this Phase 1 trial 
(http://go.usa.gov/c2FAd) led by Dr. Michael 
Sneller, of the NIAID Laboratory of Immuno-
regulation. In the vast majority of people in-
fected with HIV, the immune system cannot 
control or cure the infection. Treatment with 
anti-HIV drugs is needed to keep the virus 
at a level low enough to limit the negative 
impact on the patient’s health.

“We’re in the early stages of looking 

at providing a therapy for HIV with a 
vaccine instead of medication,” Sneller 
said. “We want to see if a series of 
vaccinations can sufficiently boost the 
immune system response to HIV to allow 
the infection to be controlled without the 
need for daily medications.”

To be clear, it’s not a vaccine to cure HIV 
or a preventative measure, but rather an 
updated treatment approach, Sneller said. 

Wilkinson, an avid traveler for his ca-
reer as a pianist, composer and off-Broad-
way musical director, looks forward to the 
potential for him and other HIV patients to 
cut the ties with their medications. 

“I can’t wait. To be perfectly hon-
est, I’m so thrilled,” he said. “Right now, 
when I travel, I have to worry about my 
medication coming with me and how 
much do I have and are they going to 
think it’s weird that I have that much. The 
moment I don’t require taking medication 
anymore, I have the ability to do more 
with my life and be more free.”  

In early 2016, after nearly a year of be-
ing enrolled in the trial, he will stop his HIV 
medications. With his health being key, he 
will be monitored closely and immediately 
go back on his medications if the level of 
HIV in his blood becomes too high, his 
CD4 lymphocyte count shows a significant 
decline or he develops any symptoms re-
lated to active HIV infection. Otherwise, he 
will remain off antiretroviral drugs for four 

months to determine if the vaccine was ef-
fective at boosting the immune response to 
HIV enough to keep the levels of virus low. 

“I come from a generation of people 
where HIV isn’t really a scary thing any 
longer,” Wilkinson said. “One of the 
things that my generation of gay men 
don’t have the opportunity to do is 
to fight for a cause. For myself, it was 
nice to be able to do something for the 
population of people that this affects. The 
research is necessary in order for things 
to improve. I think that one of the things 
that scares me as someone who has HIV is 
that we don’t push hard when we’re do-
ing well. We don’t fight for change when 
the change that’s necessary isn’t as signifi-
cant as it once was. I like that the NIH has 
given me the option to have a voice.”

Patient shares hope for therapeutic vaccine as potential HIV treatment

There are two types of immune responses 
that have been shown to control HIV. The 
first can be seen in naturally-occurring 
controllers. These patients use a T-cell re-
sponse to control HIV. T-cells help the body 
fight diseases or harmful substances.  

The second immune response can be 
seen in patients who have large amounts 
of antibodies to HIV in their systems. A 
human’s B cells often mature into plasma 
cells that produce antibodies needed to 
fight off infections. Some individuals liv-
ing with HIV make potent antibodies that 
neutralize HIV and block its ability to infect 
other immune cells in their systems. The 
level of control over HIV in these individu-
als is less than that observed in naturally-
occurring controllers.

“It isn’t the virus,” said Migueles. “It’s 
the host.” Each person’s individual immuni-
ty decides if and how they will control HIV.

One of Migueles’ patients, Karen Pan-
cheau, has lived with HIV for 33 years 
without it’s turning into AIDS and with-
out virus-related illness. Infected during a 
transfusion when she was pregnant in 1982, 
she transferred the infection to her son, not 
knowing that she was infected. Even though 
Pancheau’s body can control her HIV infec-
tion, her son’s body, which had the same 
type of HIV, could not. He was seriously 
affected by his disease, and he ended up 
taking his own life in reaction to his illness.   

Pancheau comes back to the Clini-
cal Center once a year to contribute to 
Migueles’ protocol.  She has the same 

physical ailments of anyone else her age 
but still remains free of HIV/AIDS-related 
symptoms.  

“I got involved [here at NIH] because 
I couldn’t save my son, but maybe I can 
save someone else’s son or daughter,” said 
Pancheau. In regards to my health, I’ve 
never been on HIV medication but “basi-
cally, I’m healthy. I need to do the things 
that all of us need to do, eat better and 
exercise more, but I can’t complain.”

Migueles hopes to use the information 
he gathers from patients like Pancheau 
to make sure that one day, NIH can lead 
the efforts in developing a vaccine that 
will help all patients control HIV and live 
healthier, longer lives. More information: 
http://go.usa.gov/cYemR

HIV/AIDS from page 1

Between appointments Robert Wilkinson, a participant 
in a NIAID trial, enjoys playing the piano for visitors and 
other patients on the 7th floor. Above, he and a friend, 
played and sang during his June 2015 visit. 

In honor of World AIDS Day on Dec. 1, CC News is embracing the 2015 Federal theme, The Time to Act is Now, by highlighting HIV/AIDS research at NIH. 
Nearly 45 studies are taking place in the Clinical Center on HIV/AIDS. Learn more about the research (http://go.usa.gov/cj4JG), resources (http://go.usa.gov/cj4SR) 
and read the NIH 2015 statement on World AIDS Day (http://go.usa.gov/cZdQe)
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On Nov. 17, Clinical Center staff hosted 
Family Caregiver Day in celebration of 
National Family Caregiver Month. 

“The program has been an asset for the 
NIH for six years now, and its continued 
success is a direct reflection of the Clini-
cal Center’s passion and commitment to 

patients and their caregivers,” said Com-
mander Margaret Bevans, a clinical nurse 
scientist within the Nursing Department. 
“The event, website and Facebook page 
provide caregivers with resources and help 
them realize their importance.”

The day included a caregiver photo 

booth which had white boards for partici-
pants to share what caregiving meant to 
them as well as an acapella performance by 
the NIH Nerds in Harmony. An introduction 
to creative ways to reduce stress was also 
shared, including an interactive workshop 
on yoga, meditation, reiki, seated massage 
and Zentangles (creative drawing).

Perry Gaidurgis and his brother Tony 
Gaidurgis became caregivers to their father 
this year and attended the event.

“I am looking for support in navigat-
ing the various needs as a caretaker to my 
family members and seeing what resources 
I might not be aware of to help provide 
support,” Perry said. As a caregiver, “You 
can still have a freedom to express your 
negative emotions instead of caretaking 
to the point that you’re not taking care of 
yourself,” he added.

More details: http://cc.nih.gov/wecare/
Facebook page: http://tinyurl.com/q7a2uht

Clinical Center staff recognized for outstanding achievements
At an institution renowned for its innovations 
with chemotherapy, the use of nitroglycerin 
to treat heart attacks and the creation of 
blood tests to identify both Acquired Immune 
Deficiency Syndrome (AIDS) and hepatitis, it 
can be a little hard to stand out. On Nov. 17, 
over 100 staff from the NIH Clinical Center 
did just that, receiving recognition from Dr. 
Francis S. Collins, director of the NIH, for their 
outstanding contributions over the past year.

The NIH Director’s Awards are intended 
to recognize exceptional performance and 
special efforts of NIH staff that are directly 
related to fulfilling the NIH mission. 

Five Clinical Center staff received individual 
awards recognizing their contributions to 
mentoring, leadership and customer service. 

• Colleen A. McGowan was recog-
nized for exemplary performance while 
demonstrating significant leadership, skill 
and ability in serving as a mentor. 

• Capt. Antoinette L. Jones was 
noted for her exceptional leadership and 
innovation employed to enhance service 
delivery, provide consistent management 
across all modalities and improve internal 
and external partnerships. 

• Rita W. Lapointe received recogni-
tion for outstanding leadership in manag-
ing the General Chemistry section and 
implementing the changeover of the high-
volume chemistry analyzers in the Depart-
ment of Laboratory Medicine. 

• Robert B. Mekelburg was recognized 
for outstanding leadership and continued 
commitment to quality, efficiency and excep-

tional customer service within the Materials 
Management and Environmental Services 
Department and the Clinical Center. 

• Annie L. Harrison was noted for her 
unflagging commitment to the provision of 
exceptional customer service to guests stay-
ing at the Edmond J. Safra Family Lodge.

Clinical Center staff were also rec-
ognized through group awards for their 
exceptional service.

• The NIH Ebola Patient Care Re-
sponse Team was noted for their excep-
tional care of patients exposed to or infected 
with Ebola virus, and the extraordinary sup-
port for NIH staff providing that care. (Read 
more on this story: http://go.usa.gov/cYMf5) 

• The Clinical Center Receiving Team 
received accolades for maintaining ac-
countability and accuracy for the broad 
scope of intravenous solutions distributed 
throughout the Clinical Center during a 
nationwide shortage. (Read more on this 
story: http://go.usa.gov/cYMfj) 

• The Clinical Center Supply and 
Distribution Team was recognized for 
their coordination and distribution of 
medical supplies for Ebola patients, a 
supply-intensive patient population.  

Five other individuals and groups in the 
Clinical Center were nominated for their 
work by other NIH Institutes.

• Henry Masur was nominated by the 
National Institute of Allergy and Infectious 
Diseases (NIAID). His work with the D.C. Part-
nership for AIDS Progress Team developed an 
innovative intramural/extramural and Federal/

local partnership that is having enormous 
impact on urban HIV/AIDS in Washington, 
D.C., and nationally. (Read more on this story: 
http://go.usa.gov/cYMG4) 

• Kenneth Kindrachuck was nominat-
ed by NIAID for his work with the Clinical 
Center’s Ebola Diagnostic Team which pro-
vided overseas support of Ebola diagnostic 
efforts in West Africa.

• The Eltrombopag Clinical Research 
Team was nominated by the National 
Heart, Lung, and Blood Institute for labora-
tory and clinical research resulting in Food 
and Drug Administration approval of the 
thrombopoietin agonist eltrombopag as 
the first new treatment for aplastic anemia 
in three decades. 

• Christine Grady was nominated by 
the National Human Genome Research 
Institute for her work with the Genetic As-
sociation Information Network in develop-
ing and implementing new models for 
genome-wide data sharing. 

• The Niemann-Pick Disease Type C 
Collaboration Team was nominated by 
the National Institute on Child Health and 
Human Development for contributions to 
a collaborative effort among government, 
academic and industry researchers and 
patient groups to develop a therapy for 
Niemann-Pick disease type C.

Congratulations to the Clinical Center 
and other NIH staff for their outstanding 
contributions. Look for coverage of the 
Clinical Center Director’s Awards in the 
January issue of CC News.

Caregiver Tony Gaidurgis participated in 
the photo booth and wrote “I caregive 
because I love my father.”   

Clinical Center staff participate in the photo booth and hold 
up signs that say “I love Caregiver Day,” “Caregiving is love” 
and “Caregiving is my purpose.”

The 6th annual Caregiver Day helps relieve stress, support families


