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Proactive 

Being proactive means “creating or controlling a 
situation by causing something to happen rather 
than responding to it after it has happened: be 
proactive in identifying and preventing potential 
problems”1 

1Oxford Dictionaries: Proactive, definition 

http://www.oxforddictionaries.com/us/definition/american_english/proactive
http://www.oxforddictionaries.com/us/definition/american_english/proactive
http://www.oxforddictionaries.com/us/definition/american_english/proactive
http://www.oxforddictionaries.com/us/definition/american_english/proactive


Potential Problems 

 Feeling or being sicker 

 The ways that lupus impact 
  different areas of your life 



Practice, not Perfection  

No one is perfect. Positive changes do not 
happen overnight and do not last without 
practice.  Being proactive is a lifestyle, a 
practice. 



Control 

Control is not cut and dry. It’s not that we 
either have control over things or we don’t. 
There are grey areas. We might have some 
control over certain things, more for 
others, and almost all control over others. 

 

 

 



Control 

 

What you don’t have control over? 



Control 

 

You have lupus. 
 



Control 

 

What do you have control over? 



Control and Coping 

Coping with lupus requires that 
you begin or continue to make 
choices that are proactive about 
what you have control over.  



Coping 

 

Coping is a learning and growing 
process.  

 
 



Coping 

 

You can learn coping skills. 
 



Coping 

 

The way you cope can help 
improve your quality of life. 

 

 

 



Coping 

 

The first step:  

Look at the big picture 



Coping 

What are all of the areas in your 
life that lupus impacts? 



Coping 

15 

Lupus 

Emotional 

Financial 

Social Spiritual 

Physical 



Coping 

 

Where do you have or can you take 
some control? 

 

 

 

 

  



Coping 

Wellness 

Control 

Coping 



Wellness 

Wellness is an “…active process of 
becoming aware of and making 
choices toward a healthy and 
fulfilling life.”2 

2UC Davis, Health Topics – What is Wellness? 

http://shcs.ucdavis.edu/topics/wellness.html
http://shcs.ucdavis.edu/topics/wellness.html
http://shcs.ucdavis.edu/topics/wellness.html
http://shcs.ucdavis.edu/topics/wellness.html
http://shcs.ucdavis.edu/topics/wellness.html


Wellness 

a. An active process 

b. Become aware of your needs 

c. Make choices to help you feel better,  
 to improve your overall health 

d. Physical, mental, social well-being 

 



Wellness 

a. An approach to coping 

b. Daily practice 

c. Improves quality of life 

 



Coping Toolkit 

 

What tools are available for you to 
use to cope with lupus? 



Coping Toolkit 

• Being proactive means picking up these tools 
and using them 

• The ideal toolkit versus what is realistic to 
implement 

• Remember: Practice, not perfection 

• Your choices, your preferences 

• At your own pace 

• Don’t do everything at once 

 



Coping Toolkit  

• Some of these you already do  

• Some require small adjustments 

• Some require a larger effort 

• For those that require more effort, choose one 
at a time 

• Remember: Don’t do everything at once 

 



The Big Three 

• Keep medical appointments 

• Take medication as prescribed 

• Find support  
 



Keeping Medical Appointments and 
Taking Medication as Prescribed 

• Helps manage flares and stabilize lupus and other 
conditions 

• Helps detect and prevent organ involvement and 
damage 

• Helps detect or prevent other conditions or 
complications 

• Helps manage medication and side effects 

• Without medical care and medication, much 
greater risk for severe complications 

 



Find Support 

lupus = emotional  
  rollercoaster 



Find Support 

• You need to feel and express your 
emotions 

• Without support, at risk for isolation 
and depression, especially with 
decreased socialization 

 



Find Support 

• It is hard for people without chronic illness to 
understand lupus 

• Frustrating to be misunderstood by friends, 
family, and others 

• If they understood, chances are they’d be more 
supportive 

• It’s ok to be selective about who to share things 
with, who to spend time with 

• Need to find people who understand what it’s like 
to live with lupus or who are willing to learn 
 



Find Support 

• There is healing in connecting with 
people who “get it” 

• A relief to know you are not “crazy” 
or “lazy” 

• A safe space to express emotions, 
even tears 
 



Find Support 

• Sharing of information, doctor 
recommendations, symptoms, daily 
experiences 

• Learning how to cope from those who have 
more experience 

• New friendships formed, camaraderie, 
positive emotional bonds 

• Inspiration, encouragement 

 



Where to Find Support 



Where to Find Support 



Where to Find Support 

Lupus Line: (866).375.1427 

Charla de Lupus: (866).812.4494 

LANtern (Lupus Asian Network): (866).505.2253 

 



Where to Find Support 

• One-on-one: a friend with lupus or a similar chronic 
illness 

• In-person support group  
• Lupus Line – National telephone peer support 

through the Hospital for Special Surgery, multi-lingual  
• Online support groups/ Facebook groups 
• Invite those in your life who are willing to learn more 

to attend groups, educational events, walks, online 
groups, etc.  

• Individual psychotherapy. Ask the therapist if s/he 
has experience with lupus or chronic illness 
 



Special Support: Grief 

 

Particularly important for newly diagnosed or 
those still struggling with coming to terms that 

they have lupus 

 



Special Support: Grief 

lupus = major losses 
 



Special Support: Grief 

 

Seeking support through the grieving process is 
important. Find a therapist who understands 

chronic illness, or a grief counselor.  



Special Support: Grief 

If you are seeking email support to help you 
with the grief you experiencing due to the losses 
you have incurred, contact Barbara Rubel, MA, 
BCETS, a bereavement specialist. Barbara can 
offer free grief support through email. Her email 
is griefwork@aol.com. To learn more about 
Barbara, please visit her website 
griefworkcenter.com. 

mailto:griefwork@aol.com
http://griefworkscenter.com/


Special Support: Depression 

• Depression is a chronic condition. Symptoms 
include feeling hopeless, loss of interest in 
activities that you usually enjoy, feeling 
worthless, loss of interest in socializing, 
intense sadness, thinking about death a lot.  

• If you feel depressed, tell your rheumatologist. 
It could be from lupus or a side effect of 
medication. 

 



Special Support: Depression 

• Support is important. 

• Find a psychotherapist you like and, if 
possible, who understands chronic illness.  

• When you call for an appointment, you can 
ask, “Do you have any experience with lupus 
or chronic illness?” Your rheumatologist, local 
lupus organization, or support group members 
might have some good recommendations. 

 



Special Support: Depression 

If you feel like you are in an emotional crisis and need 
to speak with someone today, please call or text a crisis 
hotline: call 1.800.273.8255 or  text the keyword 
ANSWER to 839863  

 



Special Support: Depression 

 

If you feel like you need immediate help because 
you want to hurt yourself call 9-1-1 or tell a 

loved one to call for you.  

 



Special Support: Depression 

 

Without treatment, both depression and lupus 
can be dangerous illnesses. For both, with 

treatment, you start to feel better. 

 



Special Support: Depression 

 

Symptoms of depression can overlap with 
feelings of grief. Grief is a process and a normal 

and expected response to loss. Healing is 
possible for both.  

 



Special Support: Depression 



Special Support: Depression 



Special Support: Depression 

 

In the webinar, Coping with Chronic Illness3, 
Psychologist, Becky Hashim, Ph.D., listeners 

learn about identifying stress, anxiety, and how 
to cope with lupus. 

3Coping with Chronic Illness, Becky Hashim, Ph.D. 

https://lupusny.peachnewmedia.com/store/seminar/seminar.php?seminar=11321
https://lupusny.peachnewmedia.com/store/seminar/seminar.php?seminar=11321
https://lupusny.peachnewmedia.com/store/seminar/seminar.php?seminar=11321
https://lupusny.peachnewmedia.com/store/seminar/seminar.php?seminar=11321


Special Support: Depression 

Rheumatologist, Beverly Johnson, MD, gave a talk for 
the S.L.E. Lupus Foundation on depression, memory 
problems, and lupus4. 

  

 

4Help Lifting Lupus Fog and Dealing with Depression, Beverly Johnson, MD, MS 

 

http://lupusny.org/news/foundation-news/2013/12/17/help-lifting-lupus-fog-and-dealing-depression
http://lupusny.org/news/foundation-news/2013/12/17/help-lifting-lupus-fog-and-dealing-depression
http://lupusny.org/news/foundation-news/2013/12/17/help-lifting-lupus-fog-and-dealing-depression
http://lupusny.org/news/foundation-news/2013/12/17/help-lifting-lupus-fog-and-dealing-depression


More Important Tools 

 
A lot of options! 



More Important Tools 

• Nutrition 

• Exercise and physical modalities 

• Stress Management 

• Sleep 

• Scientific Literacy 

• Communication 

 



Nutrition 

 

Speak with your doctor before 
making major changes to your diet. 



Nutrition 

• Don’t drink alcohol in excess - check medication interactions, 
increased ulcer risk with NSAIDs , can never be taken if on 
Methotrexate, increased triglycerides, worsens bone density, 
empty calories5  

• Don’t smoke -  smoking raises the risk for blood clots, heart 
disease and stroke, osteoporosis, stomach ulcers, Raynaud’s 
symptoms6  

• Eat real food - whole foods diet: less processed food, more 
fruits, vegetables, grains, nuts, beans, seeds, fish, lean meats, 
organic when possible7 

5, 6 Tools for Managing Your Lupus 

7“Living Life Healthy with Lupus: Looking and Feeling Good” 2014 

http://lupusny.peachnewmedia.com/store/streaming/seminar-launch.php?key=3nLhk6634m69nl3EnCU/X1tC3FQHy/c3rvLxHthbnnQ=
http://lupusny.org/news/foundation-news/2014/05/05/%E2%80%9Cliving-life-healthy-lupus-looking-and-feeling-good%E2%80%9D-2014
http://lupusny.org/news/foundation-news/2014/05/05/%E2%80%9Cliving-life-healthy-lupus-looking-and-feeling-good%E2%80%9D-2014
http://lupusny.org/news/foundation-news/2014/05/05/%E2%80%9Cliving-life-healthy-lupus-looking-and-feeling-good%E2%80%9D-2014


Exercise and Physical Modalities 

 

Before starting any new physical 
activity or modality, talk with your 

rheumatologist.8  

8Exercise and Lupus 

http://www.lupusny.org/about-lupus/fight-lupus-body-and-mind/exercise-and-lupus
http://www.lupusny.org/about-lupus/fight-lupus-body-and-mind/exercise-and-lupus


Exercise and Physical Modalities 

 

Also know your own limits.  Don’t 
push yourself beyond them, 

especially if you have issues of 
mobility, flexibility, or pain. 



Exercise and Physical Modalities 

• Gradual, low-impact 

• Restorative yoga 

• Tai-Chi 

• Water aerobics and Tai Chi 

• Walking (Wear sun screen, SPF >30, UV A &B) 

• Physical therapy 

• Massage9  

• Acupuncture10 
9Lupus Massage Therapy Resource Guide 
10Acupuncture for systemic lupus erythematosus: a pilot RCT feasibility and safety study 
 

http://lupusny.org/about-lupus/massage-resource-guide-2013
http://lupusny.org/about-lupus/massage-resource-guide-2013
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3633212/
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3633212/
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3633212/


Stress Management 

• Flare plan  

• Meditation11, 12  

• Gratitude13 

• Self-compassion14 

• Journaling or blogging 

 11Meditation: A simple, fast way to reduce stress 
12Sleep, Mindfulness Meditation, Relaxation and Stress 
Reduction Resources 
13Giving Thanks Gives a Health Boost 
14Wash Your Hands of Self-Criticism! 

 

http://www.mayoclinic.org/healthy-living/stress-management/in-depth/meditation/art-20045858
http://www.mayoclinic.org/healthy-living/stress-management/in-depth/meditation/art-20045858
http://medweb.mit.edu/wellness/resources/downloads.html
http://medweb.mit.edu/wellness/resources/downloads.html
http://medweb.mit.edu/wellness/resources/downloads.html
http://medweb.mit.edu/wellness/resources/downloads.html
http://lupusny.org/about-lupus/coping-with-lupus-corner/giving-thanks-gives-health-boost
http://lupusny.org/about-lupus/coping-with-lupus-corner/giving-thanks-gives-health-boost
http://lupusny.org/about-lupus/coping-with-lupus-corner/jessica%E2%80%99s-advice-2012-spring-cleaning-wash-your-hands-self-crit
http://lupusny.org/about-lupus/coping-with-lupus-corner/jessica%E2%80%99s-advice-2012-spring-cleaning-wash-your-hands-self-crit
http://lupusny.org/about-lupus/coping-with-lupus-corner/jessica%E2%80%99s-advice-2012-spring-cleaning-wash-your-hands-self-crit
http://lupusny.org/about-lupus/coping-with-lupus-corner/jessica%E2%80%99s-advice-2012-spring-cleaning-wash-your-hands-self-crit


Stress Management 

• Spirituality 

• Nature 

• Laughter 

• Hobbies – may not be the same as 
before 

• Giving to others, volunteering 
 



Stress Management 

• Creative arts  
• Energy management – know your limits, 

pace yourself, take naps 
• Spend time with people whose company 

you enjoy 
• Support Groups 
• Psychotherapy (Social Worker: LCSW, 

Psychologist: PhD, PsyD, Marriage and 
Family Therapist: LMFT) 
 



Stress Management 

 

Pamper yourself!  



Stress Management 

When it comes to lupus and other chronic 
illnesses, things that are considered 
pampering are no longer that. They are like 
prescriptions. Do things that bring you joy 
and help you relax. It is required. 



Sleep 

• Get the sleep you need 

• Talk to your doctor if you have trouble 
sleeping 

• Relationship between fatigue, pain, and 
sleep15 

• Sleep diary16, sleep diary app17 

15Pain Management in Lupus  
Stuart Green, MD, Chief of Rheumatology at The Brooklyn Hospital Center 
16Example sleep diary 
17Example sleep diary app 

http://lupusny.org/news/foundation-news/2014/05/09/%E2%80%9Clupus-and-you-beyond-basics%E2%80%9D-may-1-post-program-summary
http://lupusny.org/news/foundation-news/2014/05/09/%E2%80%9Clupus-and-you-beyond-basics%E2%80%9D-may-1-post-program-summary
http://lupusny.org/news/foundation-news/2014/05/09/%E2%80%9Clupus-and-you-beyond-basics%E2%80%9D-may-1-post-program-summary
http://lupusny.org/news/foundation-news/2014/05/09/%E2%80%9Clupus-and-you-beyond-basics%E2%80%9D-may-1-post-program-summary
http://lupusny.org/news/foundation-news/2014/05/09/%E2%80%9Clupus-and-you-beyond-basics%E2%80%9D-may-1-post-program-summary
http://lupusny.org/news/foundation-news/2014/05/09/%E2%80%9Clupus-and-you-beyond-basics%E2%80%9D-may-1-post-program-summary
http://www.helpguide.org/life/pdfs/sleep_diary.pdf
http://www.helpguide.org/life/pdfs/sleep_diary.pdf
https://play.google.com/store/apps/details?id=com.froggyware.froggysnooze.pro&hl=en
https://play.google.com/store/apps/details?id=com.froggyware.froggysnooze.pro&hl=en


Scientific Literacy 

 

Knowledge is power. 



Scientific Literacy 

• Learn as much as possible about lupus 

• Make sure the sources are reliable (e.g., government 
agencies, hospitals, universities, reputable non-profit 
organizations) 

• The internet is filled with misinformation 

• Misinformation can confuse or even harm you 

• Accurate information can empower you 

• Patient education programs and  webinars about 
lupus, research updates via Lupus Research Institute 



Communication 

 

It is important to have good 
communication with your doctor. 



Communication 



Communication 

• Sara Gorman15 

– Be honest, open, assertive 

– Be prepared 

• Symptom journal 

• Written questions 

– Work as a team 

 

18Sara Gorman Webinar: Living Well, Despite Lupus: Listen Up, Doc! 

http://lupusny.peachnewmedia.com/store/streaming/seminar-launch.php?key=gJ0nUVmwfHe14gfDfmIRcTeP+S2dnyg7+c5ZXGlYwzE=
http://lupusny.peachnewmedia.com/store/streaming/seminar-launch.php?key=gJ0nUVmwfHe14gfDfmIRcTeP+S2dnyg7+c5ZXGlYwzE=
http://lupusny.peachnewmedia.com/store/streaming/seminar-launch.php?key=gJ0nUVmwfHe14gfDfmIRcTeP+S2dnyg7+c5ZXGlYwzE=


Communicating with Friends, Family, 
and Others 

• Be kind 

• Be clear 

• Tell them your needs 

• Bring them to a group, if possible 

• Accept their limitations 

• Share about mood changes with Prednisone 
use 

 



Revisiting Wellness and the Coping 
Toolkit 

• Physical well-being: 
– Medical appointments 
– Medication 
– Nutrition 
– Exercise and physical modalities 
– Stress management 

• Mental well-being 
– Support through friends, family, groups, psychotherapy 
– Stress management techniques 

• Social well-being 
– Support through friends family, groups, psychotherapy 
– Communication skills 
– Other social activities – Don’t isolate! 

 



Quality of Life 

It is my professional experience 
that people who are proactive 
about coping with lupus have a 
better quality of life. 
 



Resources 



Resources 



Resources 

• Jessica’s Coping with Lupus Corner 
http://lupusny.org/about-lupus/coping-with-lupus-corner 

– Coping Toolkit for the New Year 
– Taking Care of Your Body Overall 
– Good Patient 
– Consider Your Relationship with Your Doctor 
– Giving Thanks Gives a Health Boost 
– Wash Your Hands of Self-Criticism 
– Being Prepared for a Lupus Flare 
– Humor 
– Lupus through the Lens  

 
 
 

 
 

http://lupusny.org/about-lupus/coping-with-lupus-corner
http://lupusny.org/about-lupus/coping-with-lupus-corner
http://lupusny.org/about-lupus/coping-with-lupus-corner
http://lupusny.org/about-lupus/coping-with-lupus-corner
http://lupusny.org/about-lupus/coping-with-lupus-corner
http://lupusny.org/about-lupus/coping-with-lupus-corner
http://lupusny.org/about-lupus/coping-with-lupus-corner
http://lupusny.org/about-lupus/coping-with-lupus-corner
http://lupusny.org/about-lupus/coping-with-lupus-corner
http://lupusny.org/about-lupus/coping-with-lupus-corner
http://lupusny.org/about-lupus/coping-with-lupus-corner/coping-tool-kit-new-year
http://lupusny.org/about-lupus/coping-with-lupus-corner/being-prepared-lupus-flare
http://lupusny.org/about-lupus/coping-with-lupus-corner/good-patient
http://lupusny.org/about-lupus/coping-with-lupus-corner/valentine%E2%80%99s-day-%E2%80%93-year-consider-your-relationship-your-doctor
http://lupusny.org/about-lupus/coping-with-lupus-corner/giving-thanks-gives-health-boost
http://lupusny.org/about-lupus/coping-with-lupus-corner/jessica%E2%80%99s-advice-2012-spring-cleaning-wash-your-hands-self-crit
http://lupusny.org/about-lupus/coping-with-lupus-corner/jessica%E2%80%99s-advice-2012-spring-cleaning-wash-your-hands-self-crit
http://lupusny.org/about-lupus/coping-with-lupus-corner/jessica%E2%80%99s-advice-2012-spring-cleaning-wash-your-hands-self-crit
http://lupusny.org/about-lupus/coping-with-lupus-corner/being-prepared-lupus-flare
http://lupusny.org/about-lupus/coping-with-lupus-corner/humor
http://lupusny.org/about-lupus/coping-with-lupus-corner/lupus-through-lens


Resources 

• S.L.E. Lupus Foundation webinar archive 

http://lupusny.org/programs/support-
services/lupus-webinar-archive 

 

• S.L.E. Lupus Foundation YouTube videos 

http://www.youtube.com/user/LupusNY 

 

http://lupusny.org/programs/support-services/lupus-webinar-archive
http://lupusny.org/programs/support-services/lupus-webinar-archive
http://lupusny.org/programs/support-services/lupus-webinar-archive
http://lupusny.org/programs/support-services/lupus-webinar-archive
http://lupusny.org/programs/support-services/lupus-webinar-archive
http://lupusny.org/programs/support-services/lupus-webinar-archive
http://lupusny.org/programs/support-services/lupus-webinar-archive
http://www.youtube.com/user/LupusNY


The S.L.E. Lupus Foundation - Services 

• New York City Support Services 
– Support groups 

– Crisis intervention & short term counseling 

– Benefits/entitlements 

– Grants for adults and children 

– Information and referral services, doctors/specialists 

– Summer camp for children and their families 
 

• Education 
– Patients 

– Health care professionals 



The S.L.E. Lupus Foundation - Services 

• Public Awareness 
– Presentations 

– Outreach 

– Materials 
 

• LCNY – Lupus Cooperative of NY 
 

• Research 
– Novel research in NYC 

– Nationally, Lupus Research Institute (LRI)  

 



The S.L.E. Lupus Foundation - Services 

• Advocacy 

– NYC 

– Statewide with Lupus 
Agencies of NYS 

– National with Lupus 
Research Institute 
National Coalition 

 



The S.L.E. Lupus Foundation 

• Visit www.lupusny.org  for more on our programs 
and general information about lupus 

• For the latest in lupus research go to 
www.lupusresearchinstitute.org  

• To participate in research, visit 
www.lupustrials.org  

 
• Follow us! Twitter.com/LupusNY  
• Become a fan! Facebook.com/LupusNY 
• Watch our videos! YouTube.com/LupusNY 

 

http://www.lupusny.org/
http://www.lupusresearchinstitute.org/
http://www.lupustrials.org/


Thank You 
 

Questions? 


