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Cutaneous Neurofibromas

Benign nodules on the skin
Develop in 99% of individuals with 
NF1
Adversely impact quality of life
Appear in adolescents and increase 
throughout adulthood

Ortonne et al. 2018



Adult Perspectives on cNFs

Appearance, number, 
and location most 
bothersome features

>65% willing to try 
experimental treatments

Cannon et al. 2021





Adolescent cNF Survey

Paired adolescent and 
caregiver surveys
Survey link sent to CTF NF 
Registry participants
Eligibility criteria included: 
• self-reported NF1 

diagnosis
• adolescent child 12-17 

years
• ≥1 cNF
• ability to read English



Survey 
Respondent 

Characteristics

ADOLESCENTS = 28 

• Mean age: 14.2 years

• 92% were the first person in the 
family diagnosed with NF1

• 77% reported having 1-19 cNFs

CAREGIVERS = 32 

• Mean age: 46.3 years

• 94% female

• 75% White

• 84% live in the United States



Most Bothersome cNF Features



Impact of cNFs on Adolescent Feelings



Impact of cNFs on Social Interaction



How Do cNFs Affect Everyday Life?

Major 
Themes

Adolescent 
Reported

Caregiver 
Perspective

Representative Adolescent Quote

Physical 6 (54.5%) 5 (41.7%) If they get bumped, they hurt like crazy.

Emotional 4 (36.4%) 5 (41.7%) I worry about them.

Social 1 (9.1%) 2 (16.7%) I’m embarrassed for others to see me.



Willingness to Treat cNFs with Current 
and Experimental Therapies



Preferred Treatment Initiation

Adolescent Caregiver 

When cNFs Become Bothersome 40% 54%

When cNFs Appear 28% 18%

Before cNFs Develop 11% 8%



Preferred Treatment Length

Adolescent Caregiver 

Many Years 36% 57%
More than a Year 20% 0%
One Year 8% 18%
Six Months 16% 11%
One Month 20% 11%
One Week 0% 4%



cNF Treatment Side-effects Adolescents 
and Caregivers are Not Willing to Risk



Conclusions

cNFs can negatively impact the social and emotional wellbeing 
of adolescents with NF1
Adolescents and caregivers are willing to try long-term 
experimental treatment
Both adolescents and caregivers reported low tolerability for 
some side effects
Overall adolescent and caregiver views seem similar; however, 
agreement among adolescent and caregiver pairs was 
relatively low
Limitations: relatively small and homogenous study cohort
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