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Mental Health Support in Blistering Disease: 

Why, When, What, and How to Find It



Psychological Sequelae 

• Treatments:  cause significant 
weight gain, “moon face,” lead to 
fatigue, severely 
immunocompromising

• Chronicity: cycle of blister, 
treatment, healing, recurrence 

– Taxing on resilience

Outwardly 
visible

Shame

Social 
isolation

Discrimination

Invalidation

Depression 
Anxiety



Q: How common are anxiety or depression in people living with 

pemphigus or pemphigoid?
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Q:  How can patients tell the difference between normal 
frustration and clinical depression or anxiety?

Q: What are the warning signs that stress or sadness has 
turned into something that needs professional help?

Q!: What are some of the more common emotional 
responses to a chronic diagnosis that people experience 
that may serve as warning flags?

Q:  Is it normal to feel grief or loss after being diagnosed 
with a chronic autoimmune disease?



Depression symptoms (ABCs)
• Affect:  persistent sad, anxious or “empty” mood, low 

energy, hopelessness

• Behavior:  appetite, sleep, drugs/alcohol, social 
withdrawal, libido, psychomotor  

• Cognition:  difficulty concentrating/decision making, guilt, 
thoughts of death or dying 



Anxiety symptoms

• Cognition – persistent worry, difficulty 

concentrating, catastrophizing 

• Physical – restlessness, easily fatigued, 
difficulty concentrating, irritable, muscle 
tension, sleep disturbance

• Behavioral avoidance, checking, worry that 

feels difficult to control 



Clinical significance

• Sad mood, anxiety, and physical features of depression 

and anxiety are NORMAL experiences

• Determining “clinical significance” for diagnosis: 

–The mood and/or anxiety symptoms interfere with social 
and/or occupational functioning 

• Clinical significance in chronic disease may be a different 
threshold 



Why Mental Health Support Matters

Q: How can patients manage the emotional impact 
of pain, eating difficulties, or fatigue?

• Severe chronic disease affects emotional and 
psychological wellbeing

• Common challenges include grief, uncertainty, 
identity disruption, and anxiety

• Psychological support can improve coping and 
quality of life

Pain

Poor 
mood

Fatigue

Psychological treatment improves disease course in other severe 
chronic disease! 



Stress Reduction Interventions in Chronic 
Disease

• Clinical trials have demonstrated:

–improved psychological function, quality of life

(Claar & Blumenthal, 2003)



Psychological Intervention Improves 

Survival

• 227 patients surgically treated for breast cancer

• Randomized to 

–Assessment + Intervention

–Assessment Only

• Intervention: stress reduction; mood 
improvement; boost health behaviors; increase 
adherence 

Andersen et al. (2008)



Results

Intervention patients:

–Reduced risk of breast cancer recurrence

–Reduced risk of death due to breast cancer 

–Reduced risk of death from all causes



Therapy in Chronic Illness

• Coping with ongoing medical symptoms
• Adjusting to changes in identity, roles, and independence
• Managing uncertainty about health and the future
• Navigating relationships with caregivers and family
• Tailored to individual needs

– Body image, pain management, depressed mood, fatigue, and more...

The goal is often improved quality of life and resilience 
rather than 'fixing' the illness.



Types of Mental Health Providers

Psychotherapy

• Clinical psychologists (PhD or PsyD)

• Counseling psychologists (PhD)

• Licensed clinical social workers (LCSW)

• Licensed professional counselors (LPC)

• Marriage and family therapists (LMFT)

• Licensed mental health counselors 
(LMHC)

Important!  Look for a licensed provider

Medication management 

• Psychiatrists (MD) 

• Psychiatric nurse practitioner (APRN) 

• Physician’s Assistant (PA) 

• Clinical Psychologists (in some states)



Where to Find Therapists

Insurance company provider list  

Physician recommendation

Major directories:

• Psychology Today therapist directory

• American Psychological Association Psychologist Locator

• Search engines

These allow filtering by specialty, location, insurance, 

modality, and therapy approach



Using the Psychology Today Directory

• Search by zip code or city

• Filter by issues (depression, anxiety, chronic pain)

• Filter by insurance accepted

• Review therapist profiles describing their approach and 

experience

• Can search by telehealth and in-person 



Psychology Today (website)



PsyPact (virtual only – 43 states) 



PsyPact (virtual only) 



Virtual/ telehealth option:  Wellmatched



Relevant Specialties to Look For

• Chronic illness

• Health psychology

• Pain management

• Medical trauma

• Disability and adjustment

• Behavioral medicine

• Cancer 



Using the APA Psychologist Locator

• Directory of licensed 
psychologists

• Search by location or 
specialty

• Useful for finding 
doctoral-level clinicians

• May include providers with 
expertise in complex medical 
or psychological issues

Locator.apa.org



Positive Signs in a Therapist Profile

Good indicators include:

• Experience working with medical populations

• Clear explanation of treatment approach

• Collaboration with medical providers

• Clear treatment goals

• Transparent policies and expectations



Possible Red Flags

Be cautious if:

• Credentials or license are unclear

• No information about training or specialization

• Promises of quick or guaranteed results

• Very broad or vague claims of expertise

• Insurance bait-and-switch 



Questions to Ask a Potential Therapist

• Have you worked with people with chronic illness?

• What therapy approaches do you use?

• How do you evaluate therapy progress?

• Do you coordinate care with medical providers?

• What does a typical course of therapy look like?



Therapies that Work (empirically supported psychotherapies)

Society of Clinical Psychology (APA) 

https://societyofclinicalpsychology.org/

https://societyofclinicalpsychology.org/


Evidence-Based Therapy Approaches

Therapies commonly used for chronic illness include:

• Cognitive Behavioral Therapy (CBT)

• Acceptance and Commitment Therapy (ACT)

• Mindfulness-based therapies (stress management) 

• Trauma-informed therapy

Experience applying these approaches to medical illness is 
important.



Cognitive Behavioral Therapy

Identify patterns of negative 

thinking and learn to change 
or restructure them

Thoughts

Emotions/ 
Feelings

Behaviors



Acceptance and Commitment Therapy 

(ACT)

• Pain and discomfort are a normal part of the human 

experience.

• Psychological suffering increases when we try to avoid or 
control internal experiences.

• People can live more fulfilling lives by increasing 
psychological flexibility—being present, open, and 

committed to valued actions.



The First Therapy Session

In the first session, therapists typically:

• Ask about your medical history and current health challenges

• Discuss emotional and psychological concerns

• Ask about relationships, support systems, and daily life

• Talk about goals for therapy

• Explain how sessions typically work

• The first meeting is often about getting to know each other 
and determining whether the therapist feels like a good fit



Key Takeaway

Credentials matter—but fit matters too.

A strong therapist match should include:

• Proper licensure

• Relevant experience

• Evidence-based approaches

• A collaborative relationship where the patient feels 
understood



• Multiple studies reporting positive effects of Cognitive 

Behavioral Therapy and Acceptance and Commitment 
Therapy for reducing recurrence fears in cancer

• We have learned that in AIBD, fears of recurrence are 
even higher 

• Suggests that these interventions are critically needed 

because fears of recurrence also affect overall mental 
health 

Q: How do you cope mentally with the fear of disease coming back or if someone 

has a flare, how to not catastrophize or become panic and jump to some of the 

worst case scenarios?





Relationships

• How can patients maintain relationships when they are 

dealing with fatigue, pain, or visible symptoms?

• Are there any suggestions on ways to discuss this with 

friends/family? What about co-workers and my boss?





Body Image

What strategies help with 

body image issues 

caused by skin lesions or 

scarring?

I am so embarrassed and 

scared about my recent 

diagnosis and lesions all 

over my body.



What mental health challenges do caregivers of pemphigus 

or pemphigoid patients experience?

How can caregivers support patients without experiencing 
burnout themselves?

• Limited research focused on caregivers and families in AIBD

– Documented impairment, reduced quality of life 

– Recommended counseling  (no tested programs) 

• Recommend drawing from existing research in severe chronic disease 

– Caregivers also benefit from group/ social support and counseling 



Caregiver support



Q: Why don’t more dermatologists ask about our mental health when we 

are diagnosed or in treatment with pemphigus and pemphigoid?

• We are trying!  

• Advocating for psychological screening and referral as standard of care 

Q: Why do you think there is such a stigma around getting support for 
our mental health? Do you feel that this is changing in recent society?

• Lack of awareness 

• Lack of standards of care 



The IPPF Natural History Registry uses 
an online data system to collect 
anonymous data that: 

•Reflects the true burden of your 
condition
•Shows treatment efficacy
•Measures your quality of life
•Can inform decision-makers about your 
experience

6 New Surveys Added!

The IPPF hopes that these new surveys will help us 
answer many more unanswered questions about 
pemphigus and pemphigoid through your help!

PRIDD
ABQOL
TABQOL
COMDQ-15
Diet Survey
Patient’s Experience with Pemphigus and Pemphigoid



Thank you!

Questions?  
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