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Best Friends: How close friendships help with coping
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A real friend is one who walks in when the rest of the world walks out,” commentator Walter
Winchell once said. His words ring true for Johnni Congleton. Five years ago when she was
diagnosed with lupus, it seemed like most of the world walked out.

“I lost a lot of friends because they couldn’t handle how sick I was,” Congleton says. But then, in
walked Joshua Burrows. They met at a Bible study class at the University of North Florida in
Jacksonville. As soon as Burrows heard about her disease, he jumped in to offer his support. “He
gave me a hug and he told me, ‘Whatever you need, I’'m here.” He wasn’t exaggerating.

Not only did Burrows offer emotional and financial support, but when Congleton lost her hair
after taking a powerful chemotherapy drug used to suppress lupus symptoms, he went to great
lengths to show his solidarity. “He sent me a picture with his head shaved, and he told me I
wasn’t alone in my fight,” she says. “For three and a half years, he had a bald head because I
couldn’t grow hair.”

Burrows’ action made a huge impact on Congleton, but he downplays it. “I don’t think I’ve done
that much,” Burrows says. “She’s gone through something I can’t even fathom, so my gesture
feels small.” By shaving his own head, he says, “I was trying to make it clear that I’m in this for
the long haul, because she doesn’t have a choice to be.”



Friends in Need

A 'When you’re diagnosed with a chronic disease like lupus, you
quickly d1scover who your true friends are. “A couple of friends may disappear, but the ones
who remain are capable of offering the support you need,” says Francine Rosenberg, Psy.D.,
clinical psychologist with Morris Psychological Group in Parsippany, New Jersey.

When other friends backed off, Lisa Jones knew she could still count on Carin Chrisman, who’s
been there for her around the clock. “When I have a flare, it’s so intense and so unbearable,” she
says. “There have been many nights when I’ve called her literally in the middle of the night.
She’s come and picked up my kids, dropped them off at her house, and driven me to the
emergency room.”

Jones and Chrisman, who both live in upstate New York, have known each other since high
school—a friendship spanning more than 20 years. They’ve been together in good and bad times,
seen each other through relationship ups and downs, and cared for each other’s children (each
has two daughters). But despite the longevity of their relationship, Jones still marvels at her
friend’s dedication. “Who does that? Just gets up in the middle of the night and drops
everything?”

Friends who want to help don’t have to go to extreme lengths, like shaving their head or losing
sleep. Even little things like cooking dinner, driving to appointments, or helping out with
household chores can make a dramatic difference.

“Sometimes it’s the simple things, like calling and saying, ‘I’m driving by a restaurant. Do you
need anything?’ Or just checking in because I haven’t talked to anyone in three days,” Andie
Luton says of her friend Anna Rossitto. They’ve been friends for nearly two decades, since their
days at Chemeketa Community College in Salem, Oregon. Rossitto has been there to lean on
through the worst times of Luton’s illness.

Why Friends Matter

“A friend is a support system—someone who understands what you’re going through,”
Rosenberg says. “Friends give you an opportunity to talk about your illness and the impact it has
on you, and validate what you’re going through.”



A good friend can also help you laugh through your tears. When Jones is having a flare,
Chrisman tries to keep the mood light. Once while waiting together in the emergency room, they
had to share a room with a patient who seemed to have come unhinged. “He was yelling at the
nurse, saying, ‘I’m going to kill you!” Carin was sitting there, and she just looked at me and said,
‘I’ll be the first one out of here.” I was like, ‘Thanks a lot! You’re going to leave me with him?’”
Jones laughs.

“We giggle at the awfulness and move on,” Rossitto says of her relationship with Luton. “We
stick our tongues out at the bad things in life.”

Yet even at the time when you need friends most, you may withdraw from them. “One reason is
that symptoms like pain or fatigue will limit your activity,” says Rosenberg. “Coping and dealing
with a chronic condition on a daily basis can also contribute to depression, and one of the
symptoms of depression can be isolation.”

But maintaining a base of supportive friends doesn’t mean that you have to go out with them
when your energy is lacking. A good friend will understand your need to lie low sometimes.

You don’t even need to see each other in person. Keep in touch over the phone or email, through
social media sites like Facebook and Instagram, or via a video chat such as Skype or FaceTime.
“Stay on your friends’ radar and remind them that you may not feel well enough right now, but
there will come a time when you can enjoy their company,” Rosenberg says.

Friendship’s Rewards

The value of having someone to see you through your worst and sickest times can’t be measured.
“There have been times when I’ve wanted to give up. It just gets too hard,” Congleton says. “It’s
like Josh knows, and he’ll send me a message at the right time reminding me to keep fighting.
He’s a great friend to have in my corner.”

Luton adds, “Anna’s just a tiny little redhead, but the amount of strength in that girl is amazing.
Every good thing she celebrates, and every bad thing she’s there to hold my hand and cry with.”

For the people who devote their time and energy to caring for someone with lupus, the rewards
are just as immeasurable. “I’ve seen Johnni at her worst, when she couldn’t be around people and
she was in a wheelchair and everything had been stripped away,” Burrows says. “That helped me
to realize that so much of what we focus on and care about probably isn’t that important. And it
caused me to want to make sure | spend the proper amount of time focusing on what is lasting
and what is relevant.”

“Andie’s physical needs might make [our relationship] seem one-sSided to [other] people. But
what she gives back is more precious than gold. There’s just nothing that I wouldn’t do for her,”
Rossitto says.



What Friends Do for Each Other

It can be hard to understand the needs of someone with a chronic
and often disabling COndltlon like lupus, especially when the signs aren’t always obvious. “It was
very difficult for me to get my head around my friend Andie Luton’s disease, her pain,
everything that she loved and that was slipping away from her,” Anna Rossitto says.

Clinical psychologist Francine Rosenberg’s advice is to learn as much as you can about the
disease, “so you can really understand what the person is going through.” When you offer to
help, be specific. “Let me bring you dinner tonight” is more likely to get accepted than “Let me
do something for you,” she says.

While you want to be supportive, you also don’t want to give so much that you burn out. Set
boundaries and save some of your energy for your own family and life. That way, you’ll be at
your best when it’s time to help your friend with lupus, Rosenberg says. “Andie has been very
respectful of my time,” says Rossitto. “She says, ‘I need you to take care of you.” So there is
permission between both of us.”

When you have lupus and you find friends you can rely on, ask them for help when you need it.
That’s not always easy to do. “I think it’s hard for us lupus patients to vocalize when we need
help, because we don’t look sick,” Luton says.

If you feel guilty about asking for help, think about ways you can return the favor. Luton was
able to support Rossitto as she worked to overcome a learning disability and complete her degree
in early childhood development at Chemeketa Community College. “I would go to meetings at
school, just trying to be an advocate for her,” Luton says.

“Andie was instrumental in counseling me to keep moving forward and to keep having dreams,”
Rossitto adds. “I need to remind her how important she has been in my life, in boosting my
feeling of being capable. It’s just been invaluable.”



Additional Stories

There wasn’t nearly enough room in the Spring issue of Lupus Now to include all the stories we
received for our feature story on Best Friends. Our contributors wrote in to acknowledge and
honor their amazing friends who handle the demands of lupus with humor, kindness, and
selflessness. We hope you will share these stories with your best friends.—The Editor

Aileen Rodriguez (Orlando, Florida). “I was diagnosed in February 2013 while living in
Greensboro, NC. My best friend, Anna Patton, was the first person who experienced having to
rush me to the hospital during a serious flare. She came with me to multiple doctor appointments
and spent countless hours with me in the Emergency Room. My family did not live close, so she
was my family and my support system. In July 2013, I moved to Orlando, Florida. | was so
worried that | was going to have to live in Orlando alone. In August 2013, | met two completely
selfless and humble individuals who have stood by me. They may not completely understand
what | am going through, but they always stand by my side. They support my dreams of
finishing my master’s program at the University of Central Florida and they are always just a call
away. In December 2013, after a kidney biopsy, my ‘work spouse’ friend, Meg XXX, rushed me
to the ER because | was bleeding internally, but did not know it. Katrina Pratts came to the
hospital to spend many countless hours with me and Meg in the ER. We had no clue that the visit
would be 1 of 7 to come. From December until now (October 2014), | have been hospitalized 7
times and | have had three life-saving surgeries. Meg and Katrina have rushed me to the hospital
every time. They have spent countless hours getting me "non-hospital food", sitting in the ER for
12+ hours in one day, emailing professors, bringing me gifts. I would have not survived graduate
school without their support. They know my limits and are good about reminding me to slow
down. These three ladies deserve BIG awards! | try to narrow it down to one person, but these
three women keep me going every day. They may not understand all the medications and
complications, but they don't care. They stick with it for me!”

Ashlie (Virginia). “I’m 24 years old and I have lupus. My friend Sarah | met while doing an
internship in Florida. We’re total opposites. I’'m tall, she’s short. | love neon colors and she
loves blue. I’'m much more outgoing and outspoken and she’s more quiet and reserved. Yet
when it comes to lupus she just gets it. No she’s never had lupus nor has really known anyone
that has had lupus til she met me. She frequently lets me know that I’'m not alone and I’ll never
be alone as | go through this battle. She actually wants to hear about how my latest specialist
appointment went. She’s always there to listen and especially on the bad days that’s exactly what
| need from a friend. She’s someone I can talk to honestly and openly about lupus life, my
hopes, and my fears. On the rough days, she helps remind me of my goals and dreams (no
matter how crazy she might find them) and helps me find things to get excited for. We both have
a similar sense of humor and together we laugh at things that most others probably wouldn’t find
funny. Sometimes laughter is the best medicine and it’s another one of the things that helps get
me through the bad days. Even though we’re now hundreds of miles apart, she’s still so
supportive and I know no matter what happens, she is only a call or text away. And if something
happened and | REALLY needed her, | have no doubts that she would find a way to get to me.”

Angle Gonzales (San Bernardino, California). “I have had Lupus for 26 years. my best friend
may not have my illness but she understands all my pain and what | go through, she constantly



checks how I'm doing and worries when | get stress from work or home because | usually get a
flare up. My friend’s name is Betty Ramirez.”

Ashley M. Boynes-Shuck. “My friends, family, and pets all help me through the tough times that
come along with living with lupus and other chronic health problems. | could speak volumes
about my "human" friends and family, but I would love to focus on my four-legged furry friends.
My pets have brought such joy and happiness to my life, and even on a bad day when I'm not
feeling well, they put a smile on my face. Having to get out of bed and care for my dogs and cats
gives me purpose on days when I'm ill, and it's nice to look after and care for someone other than
myself. I love my pug mix Lucy, pug Maggie, Doberman Brutus, and two cats Jack & Theo, with
all of my heart, and | really feel that pets and animals have the power to better our overall
health!”

Kim MacLean (California). “I was diagnosed with Lupus about 11 years ago. My best friend
Dawn, who | have known since we were 13, has been my rock. We are 48 now!! She
understands my Lupus more than anyone. 1 live in California and she lives in Arizona but we
talk every day. She is such a huge support for me when I think I am going crazy!!!”

Elya Cervantes (North Fort Worth, Texas). “My friend’s name is Addison Rogers. When | got
news that my lupus was causing inflammation to my brain he was the first non-related person |
told. 1 could tell him candidly and he not freak out. | can joke about it with him. He doesn't
make me feel like I'm different or I need to be watched constantly. I also don't have to be strong
for him. He's worried of course but he knows me well enough to know that | also need to be me.
I won't forget one of the things he told me. He said, “You need to be able to share what's scaring
you [and] what worries you—that's healthy.” That's not easy to do with people who don't have a
chronic Illness. You feel so alone and isolated. I am lucky enough to have many people who love
me. When | read you were looking for this, he's who stood out for me. You don't find friends like
that every day.”

Paige Howard (Westbury, New York). “It is extremely difficult to be 26 years old and deal with
lupus. I unfortunately also have 3 other autoimmune disorders | was diagnosed with over the past
6 years: Interstitial Cystitis, Fibromyalgia, IBS, and then came Lupus. In May 2013, | was
having a great 6 month remission period. My life was extremely busy. | juggled work, endless
doctor appointments, scans, blood work. That meant my dating life was nonexistent. | wasn't
necessarily in my mind the greatest catch due to my health. A friend convinced me to sign up for
a dating site to try to meet someone because of my busy schedule. | had no idea | was about to
meet the man that would change my life forever. I didn't keep my health a secret. Not everyone
can handle that kind of stress and | understood that. Tom didn't let any of it bother him. We
started to talk all day every day. We quickly became very close. | had to go on long term
disability that August. He was my therapist, my comedian, my caretaker essentially. He treated
me like nothing a real person-not a patient. He became my best friend.”

Latoya Burdette (Dayton, Ohio). “About 4 years ago I was diagnosed with Lupus, Sjégren’s
Syndrome & seizures. It all started when | woke up one morning & couldn't move because | was
in so much pain, pain that I couldn't describe to anyone. | went to the doctors & then all the
blood work began. | was checked for EVERYTHING under the sun from Lyme disease to HIV



everything came back negative. That went on for a whole year until one day | developed a
butterfly rash & went back to the doctors where more & more blood work was done, and finally |
had an answer. My partner’s name is Jasmine McKinney & she's been by my side since day one.
She works a full-time job & still manages to take care of me, she gets me back & forth to all my
appointments, she's by my side @ every Benlysta treatment, she wipes my tears, rubs me down.
We also have 2 children & she NEVER complains. | feel like she was sent to me from God, she's
such a blessing. Sometimes | wonder how she holds herself together. I'm forever thankful for
her.”

Krysta Muir (Moscow, Idaho). “Before I was diagnosed with lupus 5 years ago, I did gymnastics
with Katelyn. We were both getting practice for cheerleading, | was going to be a freshman and
she was a senior. A few months after | was diagnosed | was in so much pain and getting to the
point of immobility that | had to tell my squad. Since day 1 this girl has been here. When | would
push myself in practice she would let me know to calm it down. Save my energy for games or
competition. If | want to do stunting, maybe sit out of dancing or practicing the cheers | already
know. Four years later my dad passed away. One of the first people | heard from was Katelyn.
Later on we talked about it and she had been so baffled that she didn't know what to do.
Eventually she called another girl we had cheered with; her dad had passed away too. She called
me and told me how to handle the next couple days, and Katelyn came in after to pick up the
pieces. Now I'm starting college, and thanks to Katelyn and her family I've found a great school
where I'll be pursuing culinary and happen to be rooming with her brother and his friends. | find
it hard to come up with words for my appreciation, love, and gratitude | have for this girl and her
family. Aside from my amazing brothers and Mom, Katelyn and her family are considered my
family. I don't how | would have gotten through these past 5 years without them all.”

Lataunya Milburn (Arlington, Virginia. “My friend is Shavon Greene and no matter what time of
the night or day it is, if I call her to vent about my pain she is there to listen.”

Jaclyn Crawford. “I have been diagnosed with SLE since 2008. My best friend Lisa Snow is
amazing. She always understands me even on my worst days and believe me when | say | have
them... She hasn’t ever given up on me even when [ want to give up. She always understands
when I say I can’t do something—even if the task is something that seems so simple, she
understands my lupus won’t allow it at times. She is amazing. Without her I’d be doomed for
sure... She’s my angel walking amongst the earth!”

Stephanie Cotton (Cleveland, Ohio. “I was diagnosed with Lupus in 2007. My best friend,
Jessica Lewis, has been there by my side and seen it all. Out of her own busy schedule she
always finds time to make me smile.”

Roseda Molina (Bronx, New York). “I spotted your call for the Spring 2015 issue of Lupus Now
and love the idea of a piece that gives credit to the friends and supporters that help make a life
with lupus a little easier. I've been insanely lucky in this respect - Caren is one of the most
amazing, supportive friends any person could wish for. She's one of those meant-to-be friends
that you read about in novels. We were assigned to sit together in a watercolor class in high
school (we both went to LaGuardia for art). I'm sure the teacher totally regretted it - we didn't
stop talking for the entire class. And while it might not be the most appropriate introduction to



put in a magazine, her first words to me were "You've got a great phone voice.” | could tell our
wonky senses of humor would match nicely. | was diagnosed at the end of my high school years,
but had bad arthritis problems before then. Caren never questioned my health, never once
belittled the pain | was in (something even my own mother did a lot in the beginning). She was
always flexible with plans and never once complained when | had to slow down or leave early.
When | got my kidney transplant this year, she sat with mother through the operation (at 4am no
less) and was the first face | saw when | came out of the anesthetic. She's more than a friend.
Over the years, she's proven herself a part of my family.”

Salina Clark, 25 (Logan Utah). “I have had lupus for 10 Years now and I love my good friend
Jen she is always there to cheer me up when | am sick she understands that | have pain and that
sometimes | am just so tired for no reason. She is always willing to help me with anything rides
to the doctor or even some extra cash. I love her with all my heart! | feel like she is the only
person that understands my sickness. Even thou she is healthy she is always there to talk to.”

Shelley Spars (Holiday, Florida). “My friend is a college friend from 30+ years ago. This is
going to be brief because the Jaccuard's Aropathy makes typing difficult. Robin and I have kept
in touch over the years and she knew my Lupus was getting worse. She asked me to move in
with her so she could help me. I moved from SC to Fl. Robin takes me to my appointments,
picks up scrips, cooks, cleans, does laundry, takes my dog to the vet, has given me her

Father's wheelchair, helps me go shopping, drives me where ever | go. She gets me out socially,
made me part of her family and has done all this and more willingly and with a smile on her face.
I am so fortunate and so very blessed.”

Tammy Kent (Erie, Pennsylvania). “My best “Lupie” friend in the entire world [is] Rosanne. We
were introduced by her daughter when I was living in Staten Island in 2010. She also has Lupus.
The first | sat down with her and had coffee, it was like our hearts and minds connected and we
were inseparable. In 2011 | had to move to PA to take a new job. But we still got to see each
other when | went back to Staten Island for the doctor. This last year has been a really rough year
for us both. She moved to NJ and it has been really hard to see her. We text and talk every day
several times a day. We complete each other’s sentences. Because we have stayed in touch it has
really helped us get through so many things with our Lupus and our personal lives. We are each
other’s ‘go-to’ girls. I miss her every day! Just love her.”

Autumn Concepcion (Durango, Colorado). “Not only is Chloe Jackson my best friend but she is
also my boss. Having someone close to you who researches your illness almost as much as you
and tries to understand what you’re going through, and how they can help, is something that I
wish everyone could say they have.”

Cynthia Henderson (Moncks Corner, South Carolina). “My friend is my mother. When I got
diagnosed with lupus 14 years ago it really was very difficult for me, because I did not know
what lupus was all | could remember is that it's incurable and | was 100% scared. | became very
depressed I did not know how to deal with the pain or anything... lupus was like a foreign word [
did not understand. So it was suggested to me to join a support group. | did [and] the group
helped me understand lupus more & pulled me out of my depression. But a year later the
depression was back because of all the pain from my flare ups, not being able to do simple



everyday things like brush my teeth, comb my hair, or even walk because my knees was in so
much pain. Through all the pain and depression there was always one person that had my back
whenever | needed help, that person is my mom. In the beginning my mother did not fully
understand what lupus is but she knew | was in pain and she never doubted the pain | was in, she
is always here when I need her, my mom got educated about lupus so she could fully understand
the things that I go through. She is with me at every appointment, and always letting me know
that everything is going to be ok, stay strong, stay positive, she tells me that God never gives us
more than we can handle, speak it into existence... Whatever there is to come I know that my
mother will always be that person | can always count on and when | look to my left or right she
will always be there. Thanks to my mother, Diane Thomas Henderson, | am a lupus warrior and
it will not get the best of me. I have lupus but lupus does not have me.”

Oomi Poo-Nark (Hartford, Connecticut). “Michael Powell is my friend. He is so special because
he's always been there on those tough "Lupie"” days. Although he doesn't really understand what
it's like to live with Lupus he definitely knows how to be a really great friend who is extremely
supportive. The ‘get well soon’ gifts he brings lift my spirits and always makes me feel better.
Living with Lupus can be very difficult at times but having a very supportive friend really
helps.”



