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TIDES Study

Symptoms of depression and 
anxiety were elevated in both 
patients with CF and parents 

across several European 
countries and the US. 



Prevalence of Depression 



Prevalence of Anxiety 
2-3 TIMES COMMUNITY PREVALENCE

Prevalence of Anxiety among Individuals with CF and Parent Caregivers. Source: Quittner et al. Thorax. 2014;69(12):1090--7



Why more frequently in CF?

Illness uncertainty Stress
Medical Trauma Loss
Pill swallowing School/Work problems
Needle phobia Social Isolation
Fear of poor performance on PFT Self-esteem/Bullying
Hospitalization Pain
New Colonization Burden of care
Exacerbations 



Impact on Health outcomes

•Experience more hospitalizations

•Often have higher healthcare costs

•Risky behaviors (smoking, drinking, etc.)



Impact on Health outcomes
• Less adherent with medical regimens

• Tend to have worse lung function

• Have a lower body mass index (BMI)

• Poor appointment attendance

• Poor quality of life

• Poor family functioning



Symptoms of Anxiety 

• Excessive worry 

• Feeling restless or “on edge”

• Difficulty concentrating 

• Irritability 

• Loss of energy 

• Muscle tension 

• Difficulty sleeping 

• Reassurance seeking 





Symptoms of Depression 

• Depressed mood
• Lack of pleasure 
• Appetite change 
• Sleep change 
• Fatigue
• Feelings of worthlessness or 

guilt
• Poor concentration 
• Thoughts of death or self harm 





Depressive Symptoms: What parents should 
look for



Suicidal Ideation (SI)



Risk Factors 
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Mental Health 
Coordinator Role

• Screening
• Education
• Intervention 
• Referral 



Assessing and referring for treatment 



Trikafta

• Increased symptoms of 
• Depression
• Anxiety 
• Irritability 
• Sleep disturbance
• Mental slowness
• Aggression
• Abnormal temper tantrums



For those eligible for Trikafta

• Fear
• Anxiety
• Guilt
• Stress
• Financial strain
• Disappointment
• Anger 
• Difficult adjustments



For those not eligible for Trikafta

• Feeling “left behind”, sadness, worry, anger
• Hope and urgency for a medication that works for them 
• Range of emotions or opinions towards those who do benefit from Trikafta



Support for patients 
• Screening in clinic 
• Individual counseling 
• Medication management
• CF MD, PCP, Psychiatrist 

• CFRI
• Six individual therapy sessions per year up to $120/visit
• Support groups for

• Adults with CF, Teens, Bereavement, Post Transplant, Spanish Speaking



Support for Patients cont’d

• CF Peer Connect

• Ages 16 and up (18 & up to be a mentor) 

• Attain Health 
• Variety of virtual groups for adults and teens 

• Make a Wish 

• Ages 2.5- 18 (eligibility changing 2024)



Helpful Interventions
• Normalize
• Validate
• Promote Coping
• Emphasize and teach coping strategies 
• Mood and Anxiety 
• Establish routines and build behavioral skills 
• Problem-solve difficulties with self-care
• Airway clearance 
• Medications/enzymes 
• Nutrition 
• Exercise 
• Sleep hygiene 
• Diabetes 

• Address body image 
• Build social support 
• Explore life aspirations and values 
• Collaborate with medical team 



Finding a therapist 

Talk with your 
child

Talk with 
pediatrician or 

CF center

Contact 
Insurance 
company

Find a 
provider



Questions to ask BEFORE the 1st visit
What experience do you have working with children/adolescents?

What experience do you have working with CF or chronic medical conditions?

What are your credentials? How long have you been doing this work?

What kinds of treatment do you use to help people with their condition and concerns? Have they been proven effective for dealing with my 
child’s condition and concerns?

What is your appointment availability? Do you have after work or early morning appointments?

What are your fees? Is there a sliding scale fee policy?

What types of insurance do you accept? Will you accept direct billing to or payment from my insurance company? Do you accept 
Medicare/Medicaid?



Questions to ask DURING 1st visit

Will you coordinate my child’s care with other providers? If yes, how so?

What does successful therapy look like to you?

How often will you meet with my child and/or me? How long will each session be?

What will be the goals of treatment?

What communication methods are preferred? Are emails or phone calls between appointments 
acceptable?



What Therapists Need to Know 



Resistence



Support for Parents/Caregivers

• Screening/self screening offered in some CF clinics
• Self Care
• Engage in individual or family therapy 

• Utilize EAP, CFRI, Psychologytoday.com, Primary Care

• CF Peer Connect
• CFRI CF Caregiver Support Group
• Attain Health- peer support group for caregivers 



Siblings

• Involve in treatments
• Bring to an appointment
• Read them “Wacky Juice Machines” 
• Open communication about their feelings and questions
• Provide honest information 
• Time with each child individually 
• Have fun as a family 

• A Kid Again
• Maintain Rules
• Therapy or support group 



Who Are The Helpers? 
• Child Life Specialists 
• Licensed Clinical Social Workers
• Licensed Professional Counselors
• School Counselors 
• Clinical Psychologists
• Child and Adolescent Psychiatrists





Questions? 

Elizabeth.Jorgensen@atriumhealth.org


