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What is Systemic Lupus Erythematosus 
(SLE)

• Young women

• Ethnic Minority

• Disease of the immune system

• Many organs

• Fight/War

– against own



This is Lupus. 

And the war is unpredictable, 
recurring, life long and starts at a 

younger age…



What is Bio-Psychosocial Model of Health

• Treat the person as whole not just numbers or 
symptoms

• Especially important for chronic diseases like Lupus

• At Rush Lupus Center that is what we believe in. 
Empower the patient.

• Involve other specialties-

– Social work, Psychology, Support groups, Allied Health 
personnel eg PT

– Other specialists



◼ Defined as the mental picture of one’s body, and 
includes an assessment about :

◼ Physical self

◼ Appearance

◼ State of health

◼ Wholeness

◼ Functioning

◼ Sexuality

What is Body Image?



◼ The way we experience our body is highly subjective

◼ Product of our perceptions, thoughts, and feelings 
about:

◼ Body size

◼ Competence 

◼ Function  

◼ Body image is most strongly influenced by the patient’s 
overall health rating

◼ Having a presentable skin surface is important for Body 
Image. 



BODY IMAGE

Eating 
disorders

Psoriasis/Burns

Cancers, post 
surgery



Why study BI?

Connected with various aspects of OUR  functioning, AND 
influenced by  OUR assessment of overall health 

Related to
Psycho-social wellbeing 

Coping 
Depression

Social Function
Sexual Function
Continuation of  Care
Quality of life



Need in SLE?

• Disfigurement and disease affecting the skin or scalp may lead 
to embarrassment, humiliation, or other unpleasant 
experiences, self esteem and depression (Koo 2002). 

• Demonstrable need:
– 82% of SLE patients identify, “changes in body appearance” 

as “an area of unmet need” towards attaining optimal health and 
quality of life (Moses 2004)  

• Little written/known about body image concerns in SLE
– Despite the fact that women are more likely than men to experience 

BI concerns
– SLE is a disease of predominantly young females
– SLE has the potential for significant disfigurement



Physical Health



Visible Disfigurements

• Hair loss: Patchy/ diffuse

• Rashes: Face, ears, body, hands

• Loss of teeth

• Joint disfigurements

• Hair (facial), acne, striae, cushingoid

• Raynauds, skin ulcers

• Weight
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QoL/well-being

Concern for what it may 
herald

Appearance Body image 

Impact Mood
Social functioning 

Discernible disruption of health 

Rashes

Disease Manifests as symptoms



What are some of the comments you 
have heard from others (or perceived 

yourself) regarding your body?

How did it make you feel?

What did you do in response to the comment?



STEROID 

EFFECTS



Jolly, Meenakshi et al.  JCR: Journal of Clinical Rheumatology. 2007(1): 49
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Lupus no Lupus Is it Different

Number of people 87 78

Body Image 0.8 (Lower) 1.7 Yes

Health Status 0.6 (Lower) 0.8 Yes

Jolly et al. Int. J of Behav. Med. 2012 ;19(2):157-64

Greater Age Worse Body Image

Better Health Better Body Image

Greater Skin Damage Worse Body Image

Greater Pain Worse Body Image

More Tired Worse Body Image

Less Social Active Worse Body Image

Worse Emotional Health Worse Body Image



N=87

Jolly M et al.Int. J of Behav. Med. 2012 ;19(2):157-64

How active Lupus Is No Association

Greater  Damage you have from Lupus Worse Body Image

Use of Prednisone No Association

Having Fibromyalgia No Association

Being Depressed Worse Body Image

Your Body Mass Index (Weight, height) No Association



When you put everything together that you find to be 
associated with Body Image

Greater age Worse Body Image
Poor Health Worse Body Image

So, not just appearance!!!

What about Stress, sleep, Pain……etc etc



All lupus patients (115)
Lupus patients without

Fibromyalgia (98)

How Active Lupus is not associated not associated

Ongoing active Rash not associated not associated

Ongoing active Hair Loss not associated not associated

Ongoing active Arthritis not associated not associated

Having had a discoid Rash Ever not associated not associated

Having ever had a butterfly rash worse Body Image worse Body Image

Physical health not associated not associated

Sleep not associated not associated

Tiredness not associated not associated

Depression worse body image worse body image

Pain not associated not associated

Stressed worse Body Image worse Body Image

Fibromyalgia not associated

Prednisone use not associated not associated



Body Image

Anxiety

Depression Tiredness

Mental

Physical

Comorbidities Active 
Lupus

230 SLE patients

Chen H, et al. BMJ Open 2022;12:e060049. doi:10.1136/bmjopen-2021-060049



Using social media advertising, recruited 43 Black women with self-reported SLE to 
complete a web-based survey

Jones MM et al. Nursing for Women's Health,
Volume 26, Issue 5, 2022, Pages 363-370.



Body Image

Depression
Physical Role 

Disruption

Jones MM et al. Nursing for Women's Health,
Volume 26, Issue 5, 2022, Pages 363-370.



Intervention Design
Depression

Coping

Disease activity

Disease Damage

BMI

Behavioral 

Intervention

Ongoing usual care

Appearance 

enhancement 

Training

Hair

Cutaneous

Function

Function

Can Body Image be Modified?



Kristin Flynn Peters, PhD

http://www.facebook.com/r.php?r=100&u=p


Makeup kit

Look Good Feel Better, 
Modified



• Intervention or Usual Care (10 vs 5)

• Intervention:

– Once a week, 2 hrs., for 10 wks.

– Education

– Cognitive behavioral therapy using - Cash Protocol, Modified

– Appearance Enhancement Skills Training-personalized and 
educated-Look Good Feel Better, Modified

Body Image Improved 
in Intervention group

Improvement  in 
Depression over time in 

Intervention group

Body Image Improvements 
retained at 18 & 24 weeks in 

Intervention group

Jolly M et al. J Clin Rheumatol. 2014 Dec;20(8):403-10



Jolly M et al. J Clin Rheumatol. 2014 Dec;20(8):403-10. 



Jolly M et al. J Clin Rheumatol. 2014 Dec;20(8):403-10



135 SLE 
patients 
California

R sq 51%

Gholizadeh S et al. Lupus. 2019 Aug;28(9):1148-1153. doi: 10.1177/0961203319861675. PMID: 31369342.



Severe Pain Tiredness

Low Body Image Low Social Support 

Prednisolone of >=15 
mg day

Depression

Narupan N et al. BMC Psychiatry. 2022 Feb 9;22(1):103. doi: 10.1186/s12888-022-03739-z.

185 Thai SLE 
patients



LupusPRO and Lupus Impact Tracker

• To help communication, Identify concerns

• Help Track health concerns, including body 
image.

• Lupus Impact Tracker is only 10 questions

• LupusPRO has 43 questions and used 
Internationally 



ABC sequence of my body image 
experience

• Activators
– Triggering events and situations

• Beliefs
– Thoughts and interpretations about my appearance 

and myself

• Consequences (Emotional TIDE)
– Types of emotions (anxiety, self consciousness, 

despair, angry)
– Intensity of emotions (0-10)
– Duration of episode
– Effects of the episode on my behavior



Partnership

Thank you
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