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On fire for research and a cure! 

http://www.skinadvocateapp.com/

CARF Needs You!
We are here FOR YOU and BECAUSE of YOU. We can do so much for cicatricial alopecia patients around the world because 
of your support of CARF. 
  Please consider making a donation to CARF so we can continue to advance our mission. Every gift matters, especially yours, 
as we work every day to provide patients emotional support and educational opportunities, raise public awareness and advance 
and promote research of the cicatricial alopecias. 
  It’s easy to make a tax deductible donation: http://www.carfintl.org/donations.php. 
  Thank you for your support. Together, we're able to do so much more!

CARF 7th International Patient-Doctor Conference 
in New Orleans—Great Success!

Visit the CARF 
website for the

Question 
of the Month.

From June 3-5, 2016, 138 people from six countries met in New Orleans, LA, USA, to discuss the latest research and available 
treatments for the cicatricial alopecias. 

Conference attendees braved the New Orleans rain on Friday night to enjoy a reception hosted by conference chair Dr. 
Nicole Rogers at French Quarter restaurant Tableau. Attendees were welcomed by the South Louisiana Support Group 
and given traditional Mardi Gras beads. While enjoying local cuisine, Dr. Rogers introduced Glynis Eugene who shared 
some inspiring words about her journey with hair loss. 

Throughout Saturday’s lectures, attendees heard from world-renowned faculty members on numerous topics including 
the basics of cicatricial alopecia, each of the disorders that make up the cicatricial alopecias, medical therapies, and surgical 
treatment options, and listened to an important talk from Dr. Jeff Donovan about what we know about the cause of this 
condition. There were discussions about hair styling and hairpiece options and a dynamic presentation from Debbie 
Guastella about cosmetic tattooing. 

On Saturday evening, everyone enjoyed a moving talk about J.O.Y. from Lori Bertella, and ended the night dancing 
with the Mardi Gras Indians and the “Second Line” as is a tradition in New Orleans. 

On Sunday morning, the group learned about caring for more than just their hair when hearing about an online 
community of patients connecting through the Facebook group “Let’s Put Out the Fire,” as well as how to optimize 
nutrition for skin and hair health and how to maximize mental health with relaxing meditation and breathing practices. 

Perhaps most importantly, CARF’s 7th International Patient-Doctor Conference once again brought together patients, 
physicians, researchers, board members, and those who care deeply about this group of diseases. Patients learned they were 
not alone in their journey with hair loss. Friendships were formed and rekindled. During breaks and the evening dinner 
and reception, people were full of emotion as they shared their stories and spoke openly with one another. This continued 
on for those who chose to stay for the optional social gathering hosted by one of CARF’s Patient Support Group leaders. 
There is a magic that happens among the attendees of these conferences, and we hope each of you reading this issue of the 
CARF Communiqué will consider joining us at a future conference. 

Thank you to those companies who sponsored and exhibited at CARF’s 7th International Patient-Doctor Conference: 
Cesare Ragazzi Laboratories 
International Society of Hair Restoration Surgery
P&G 
Viviscal Professional

THANK YOU 
to 

Dr. Nicole Rogers and the South Louisiana Support Group 
for all of their hard work and dedication in organizing this conference and 

welcoming everyone to New Orleans!
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advance and promote research.

Vision: 
To improve the care of patients with inflammatory, scarring hair disorders.
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Transcription of “Ask the Experts” Panel
Moderated by Lynne J. Goldberg, MD

From CARF 7th International Patient-Doctor Conference, June 4, 2016
Note: The following was transcribed from an audio file, and then reviewed and lightly edited for clarity.

Question: Of the cicatricial alopecia that you’ve encountered, which have 
you had the most success in treating?

Yolanda Lenzy, MD: I have had the most success in treating patients in early 
stage CCCA. As you saw in my photos, I find if we are able to get patients in early 
when not all follicles have been scarred, or not many of them, we were able to see a 
big difference. That’s why I’m really passionate about working with hair stylists and 
other hair care professionals who maybe can get people in to us in the early stages.

Dr. Goldberg: Dr. Lenzy, I have a follow up question for you: What about 
those stylists? This person had gone to a stylist, had a problem, and the stylist 
never told them to see a doctor. In your opinion, has the information for stylists 
changed over time? Can you address that?

Yolanda Lenzy, MD: I did a focus a group in Atlanta with some stylists to 
ask qualitative questions like, "What would be the reason why you wouldn’t 
refer a patient to a dermatologist?” One of them said they didn’t want to be 
blamed to be the cause of the problem. Because we talked about hair care practices so many times, they’ll say if they see a problem they won't say 
anything because they don’t want the client to say, “You did this to my hair.” So when patients come in to me and ask, “Why didn’t my hairdresser say 
anything to me?”, I can’t answer that question. I just really try to educate everyone. There’s really no blame. We don’t know what causes this, so the key 
is catching it early and treating it. I try to redirect them instead of being angry and focus on what do we do now.

Marc Avram, MD: I think you’ve made a very important point. First of all, you don’t know really exactly what happened. So when somebody says 
something, that’s how they perceive it and maybe that’s the 100% reality, but maybe it’s not. So I think sort of, it’s really important to always tell people, 
“Let’s move forward. Let’s see if we can help you going forward. If someone presses me and asks, I usually tell them. I always try to be honest and say 
things can happen. Just like you can go into a doctor and have an excision done and end up with a horrible infection, it doesn’t mean the doctor made 
a mistake. You can go into a great salon with a great person and your hair just didn’t react well to that process that day. It’s unfortunate, but let’s move 
forward. So I think things happen.

Wilma Bergfeld, MD: I go to a salon that’s mainly for Caucasian women, but not solely. But it’s my understanding from my beautician, who’s the 
owner, that they don't comment because there’s too many medical legal problems involved with commenting.

Yolanda Lenzy, MD: When I’m doing the teaching (of hairdressers), we tell them not to try to be a doctor. I tell them to just say, "I see something 
on your scalp. You might want to see a doctor about that.” I encourage them to be very general because many patients can’t see the back part of scalp. 
So that’s been helpful for people who come through our program.

Antonella Tosti, MD: If I can say something, in my clinical practice, I have many patients that are referred by hairdressers. Usually, they are the 
first to see the problem.

Marc Avram, MD: I would agree, and it’s not just hair loss, but also skin cancer on the scalp. The more education to salons, the better. Because that’s 
happened a few times, too, when someone’s walked into the hair salon and there is no hair loss problem, but they may see something else. Sometimes 
it’s nothing or sometimes it’s something. So education and working together through foundations is important.

Jeff Donovan, MD, PhD: Most success in CCCA—early CCCA—can be very rewarding in seeing a patient grow hair. As we learn more about 
CCCA, we come to understand there are many different aspects of the condition. There may be components of genetic hair loss in some of these 
women addressing not only scarring alopecia but androgenetic changes with things like minoxidil. A lot of women with very early CCCA can get 
significant improvements, which is great.

“ASK THE EXPERTS” TRANSCRIPT

continued on page 4

CARF Conference Faculty (L to R): Ronda Farah, MD; Marc R. Avram, MD; Adriana Schmidt, 
MD; Nicole E. Rogers, MD, Conference Chair; Yolanda Lenzy, MD, MPH; Maria K. Hordin-
sky, MD; Wilma F. Bergfeld, MD; Antonella Tosti, MD; Melissa Piliang, MD; Jeff Donovan, 
MD, PhD; Lynne J. Goldberg, MD; Kate Holcomb, MD
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“ASK THE EXPERTS” TRANSCRIPT
Maria Hordinsky, MD: I’d like just to add that I think in our practice what we try to do is get 

inflammation under control and second is getting hair to grow. So it also comes down to, “How do you 
define success in treating someone who has cicatricial alopecia?” If you catch it early, you can treat it and 
prevent it from spreading, perhaps get some hair to grow back. Once things are moving a little bit faster, 
then getting inflammation under control is the primary goal and when that’s done, that’s success. But there 
still may be scarring present that can be addressed with some of the modalities we talked about earlier today. 
Whether it’s transplantation or some of the novel things going on in hair research.

Question about hair products: What kind of hair products like shampoos, conditioners, things like that 
should be avoided? Are there any concerns about foiling the hair or lightening the hair? Let’s talk about 
hair care in patients with scarring alopecia because we’ve heard all about the scarring. We've seen pictures 
of the follicle with yellow cells and black cells. What about taking care of our hair? Any comments on that?

Yolanda Lenzy, MD: One of the things I recommend to my patients is to use sulfate-free products. Studies 
have shown that sulfate can be drying to the hair, so while it doesn’t affect the scarring aspect, but especially in 
a lot of our African American patients who already have very dry hair, adding a sulfate to it can be a double 

whammy. Patients with color tend to have dryer hair, so the sulfates can make things worse. I recommend something called deep conditioning, which is 
putting conditioner on strands, then putting a shower cap on that generates body heat, then rinsing it with cool water. That can lead to a lot of softening. 
I’m really encouraging people to be more natural and not use chemical relaxers. So the deep conditioning can help counter balance that. 

Ronda Farah, MD: We try to avoid any products where the patient notes any stinging, burning, pain, itching, or redness. That could mean you have 
an allergy or some sort of sensitivity that can contribute to the current problem or add a secondary issue to what’s already going on.

Wilma Bergfeld, MD: Well, I think it’s very important that the dermatologist or physician caring for the patient with inflammatory scalp disease actually 
talks about hair care. That has to be part of the regiment introduced. In many of our patients, we need to use shampoos and adapt to the kind of hair we are 
looking at as to the scalp condition. We may have to use topical agents that might be in the form of steroids calcineurin inhibitors, minoxidil, or whatever, 
but the scalp care is as important as any oral drug or active drug that you’re going to put on it. And it’s very important as stated that you make sure especially 
in the African female that you don’t break their hair with whatever you’re doing. So moisturizing in that group is very important. In the Caucasian or Asian 
female, some of the new conditioners are great. They strengthen the hair fibers, and they prevent breakage even in damaged, bleached, or permed hair.

Antonella Tosti, MD: Well, I really think it’s very important for folliculitis decalvans for them to use shampoo daily containing ketoconazole or 
other active ingredients, and that’s in the maintenance of disease when you stop antibiotics. It’s very important.

Lynne Goldberg, MD: I find sometimes there are conflicting interests with shampoo because sometimes what is great for the scalp and for dandruff 
is very hard on the hair shaft. How do you reconcile that?

Melissa Piliang, MD: I tell my patients that shampoo is for the skin of scalp and not necessarily for your hair. So you massage into your skin then 
rinse. Then your conditioner is for strands, so from ear level down is where you put conditioner. You don’t want to put all that oil back on the scalp. 

Yolanda Lenzy, MD: I do something very similar, but I have patients use a moisturizing shampoo for a second wash. So I have them put the 
medicated shampoo on dry for 10 minutes, then wet their hair, lather it up, and rinse it out, then follow up with moisturizing shampoo, which will 
help the whole strands, then follow up with conditioner. I call it the 1-2 punch.

Question: In your practice, have most of your FFA patients, and I think we can generalize this to your cicatricial alopecia patients, ended up in wigs?
Question rephrased: How do you approach the subject of a wig or hairpiece with someone who has never had to wear a wig or hairpiece and you 

think that they are getting close to that? It’s a very ginger discussion and one that’s difficult to have. Any thoughts on that?

Wilma Bergfeld, MD: I think you’re going to have a talk (in this conference) on hairpieces and camouflage, and this fits into that category. I think 
when the hair is thin, and you can see the white scalp camouflaging the scalp, color is very important first and then the hair prosthesis have to be 
adapted where the hairs are. But camouflage I think is first line, then prosthesis.

Adriana Schmidt, MD: I am giving a talk on camouflage later, but there’s a store in LA called Top Secret Hair. It’s in over 30 salons across the country. 
The lady that started it calls them “haircessories”—all hair prostheses and wigs that come in all sizes and cover the scalp, consider them an accessory like 
jewelry and anything to make you look better and feel prettier. I tell patients it might be time for a “haircessory.” Try it on for fun, wear it out one night 
with your girlfriends and make it fun. They’re not very expensive, it’s just the same price as buying jewelry at mall. That’s what I say to my patients.

continued on page 5

Conference Chair, Dr. Nicole Rogers, welcomes attend-
ees to New Orleans while wearing the conference t-shirt 
designed and donated by local support group members.
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“ASK THE EXPERTS” TRANSCRIPT
Lynne Goldberg, MD: I think it’s more for alopecia areata patients that can lose their total head 

of hair. You go from hair to no hair in 6 weeks and it’s very dramatic. What I tell patients that are 
very thin and are getting close is, it’s a process. Buying a wig or prosthesis doesn’t take a second. 
It takes a lot of time to find someone you’re comfortable with, who takes the time to listen to you 
and that the time to shop isn’t when you’re hysterical and can’t leave your house. It’s before so you’re 
staying ahead of it and identifying the salon you’re going to. So investigating these things before 
you actually need to is a big help in my opinion.

Question: Does the fact that one has few symptoms (meaning pain or itch) with FFA or other 
cicatricial alopecias mean that the disease is less inflammatory and may not cause much hair loss?

Yolanda Lenzy, MD: I’ve had people who have gotten lost to follow-up because they didn’t 
have any symptoms, and then they come back 2 years later and the area of hair loss is 2 centimeters 
larger, but they didn’t feel anything—no itching or burning. We think that with the itching and 
burning the inflammation is there, but you can still have inflammation without symptoms. 

Jeff Donovan, MD, PhD: There are certain scarring alopecias that aren’t very symptomatic. Certainly lichen planopilaris, folliculitis decalvans, and 
dissecting cellulitis are most symptomatic. Most patients with frontal fibrosing alopecia don’t have symptoms and so following the disease activity on 
symptoms isn’t as good of a means as following with a photograph.

Antonella Tosti, MD: Well, I’d say the opposite; if there are symptoms, it’s always active. 

Lynne Goldberg, MD: I have some patients that come back and say, “Well, I'm only using my medicine a couple times a week.” I ask, “Why is 
that?” Aand they respond, “Well, I only use it when I’m itchy.” The point of using the medicine is to not ever have the itch. You use it so you don’t have 
the itch. That’s a very important point.

Moving into medications, there were a couple of medication questions. I’ll ask the specific question then generalize it.

Question: Would you every prescribe Cellcept and Plaquenil at same time? I think we can broaden these questions. We’ve talked about these 
individual medications, but let’s talk about combinations not only about topicals, but topicals and systemics and different systemics.

Nicole Rogers, MD: One of the drugs is immunosuppressants, which is the Mycophenolate or the Cellcept. So technically, yes, you could combine 
Plaquenil with Cellcept because Plaquenil is not immunosuppressive. The thing we always need to look at on a case-by-case basis is how healthy is their 
liver? How healthy are their kidneys? How healthy is their health in general? So, can we put them on two major systemic therapies together? The short 
answer is yes, and the long answer is, it depends.

Jeff Donovan, MD, PhD: I think when starting two medications, it’s useful to start them sequentially. Start one, then get indication of side effects, 
any changes in blood count. Then start the second. That way you get a good idea of which is causing a side effect, and that can be helpful. 

Antonella Tosti, MD: I may not agree. I usually combine. I like to combine. For instance, for frontal fibrosing alopecia, I combine Plaquenil, 
finasteride, and a topical treatment. I like to combine. I like tacrolimus as a topical treatment.

Melissa Piliang, MD: Almost every patient of mine is on multiple modalities. I use a lot of minoxidil with any treatment I’m using. It doesn’t treat 
the scarring alopecia or make hair come back, but it makes the overall hair more dense and you have more coverage and less need for hairpieces or 
things.

AntonellaTosti, MD: Also minoxidil has an antifibrotic affect.

Question: What is the most number of oral medications you have patients on at one time? More than 2? Does anyone use 3 at the same time?

Maria Hordinsky, MD: I think when someone’s on 3, they usually get referred to an academic center because a patient is supposedly failing everything. 
Then you have to step back and think, how can that be? For example, if a patient is on Plaquenil, Cellcept, and maybe another immunosuppressive 
agent, then you have to step back and start all over in the evaluation process. Think about maybe doing a biopsy for a culture and see if there’s bacteria 
lower in the skin that are not being addressed and maybe they’re flourishing on this immunosuppressive treatment. I think we all use more than one 
treatment, but when using 2 or 3 treatments isn’t working, step back.

continued on page 6

Thank you to our conference sponsors!
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“ASK THE EXPERTS” TRANSCRIPT

Wilma Bergfeld, MD: I think you heard me mention this morning about vitamin D deficiency and I believe it is a treatment. Vitamin D has a lot 
of properties as a hormone, has anti-inflammatory features, and I believe patients who are in menopausal years should have a minimum of D3-2000. 
But you should have a baseline drawn and then draw again in 3 or 4 months to see if you need a boost.

Question: Have levels of vitamin D ever been considered as a factor in cicatricial alopecia? Is there anything written on it?

Wilma Bergfeld, MD: We’ve published from the Cleveland Clinic. I’m not sure it’s a specific factor or an associated factor, but it’s in the JAAD 
(Journal of the American Academy of Dermatology). 

Lynne Goldberg, MD: So the answer to the audience is that there are studies on vitamin D levels in a cicatricial alopecia. There are higher numbers 
of patients with lower vitamin D levels.

Question: Is there any data to suggest that vitamin D supplement improves cicatricial alopecia? Or do we not know that; we’re not there yet?

Wilma Bergfeld, MD: I think when you have multiple modalities going on you’re not quite sure. You are just taking care of what you find, including 
the thyroid disease, metabolic syndrome, hyperlipidemia, the whole bit.

Question from audience: I have an understanding that vitamin D levels in African Americans can seem artificially low and actually be considered 
appropriate. Can anyone speak to that, concerning supplementation or checking the levels or anything?

Maria Hordinsky, MD: So the Institute of Medicine, a couple of years ago, did an extensive review of vitamin D papers. Because vitamin D was 
touted to improve everything. They concluded after their review that the number 20 was the magic number for bone health. Anyone below 20 really 
needed to talk to their doctor about going on supplementation bone health. In our clinic, we sometimes translate that into skin health as well. We 
get patients with low levels, say 9 or 14, and we start supplementing. We talk about building blocks and things like that. It’s important to follow that 
literature and follow vitamin D for bone health. 

Question: There was a question on dutasteride. There were other questions on Avodart. I just want to make sure everyone realizes that 
dutasteride and Avodart are the same medications. Dutasteride is a second generation of finasteride; it’s a blocker of that 5-alpha-reductase enzyme. 

I thank Nicole for adding to my talk something I didn’t mention. I was so focused on scarring alopecia and FFA and the use of these agents and 
studies that I didn’t talk about using these in premenopausal women. It’s very important and a quite a large omission on my behalf not to mention that 
these drugs can affect the fetus. So we are very reserved in using them on younger women.

Having said that, the question came up on dutasteride and breast cancer. This question comes up a lot in both scarring and nonscarring alopecia. 
Physicians have different comfort levels in using these drugs in patients with a personal history or a family history of breast cancer.

I would love to hear opinions on how you feel individually on using these agents in women (both finasteride and dutasteride).

continued on page 7

The largest Patient-Doctor Conference in CARF’s history.
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“ASK THE EXPERTS” TRANSCRIPT
Antonella Tosti, MD: I personally don’t use in women with personal or family history of breast cancer. The reason is they increase estrogen levels. 

This is because testosterone is metabolized to estrogens by the aromatase pathway. That’s why I don’t prescribe.

Wilma Bergfeld, MD: At the Cleveland Clinic we use a lot of spironolactone or Aldactone before we use finasteride and dutasteride. However, in 
those individual females who have a high risk for breast cancer, whether that be family or themselves, we have a high-risk breast clinic that we refer 
them to to make sure what we can give them or what we can’t. That’s the way—rather than myself or Dr. Piliang—that we make that choice. We let 
another expert do that.

 
Marc Avram, MD: That’s exactly what I do, too. I never use it for premenopausal women. For the post-menopausal patients, to me it is more of a 

secondary treatment option—more than PRP or light therapy—after minoxidil. I have it run through their primary doctor. I tell them we don’t have 
long-term safety studies. I say you have to, no matter what a doctor tells you, be okay with this medication. God forbid you have a tumor one day, 
would you feel bad you took this medicine? If you do, don’t take it. If you know (the risk) going in and you’re the kind of person that is going to be 
okay with it, then I’d like to get your primary doctor involved and onboard before using it.

Lynne Goldberg, MD: So, I have patients who have a personal history of breast cancer. They don’t care, they’re like, “I want this drug.” Either 
spironolactone or finasteride. I say, “Listen, you need to speak to your oncologist about this. I need approval from the person who’s treating you for this 
cancer before I will give you this medication.”

Wilma Bergfeld, MD: I want to add to that. I just want to remind you all that dutasteride has a 6-month washout period where finasteride is about 
a month. So the long activity in your skin even after you’ve not taken it is fairly long. 

Jeff Donovan, MD, PhD: I just want to make a comment. My personal preference is similar to Dr. Tosti’s. That is, to not prescribe it if there’s a 
personal or family history. I have referred patients to oncologists and my personal experience has been the oncologists generally have been not very 
definite and sort of, “It should be okay provided it isn’t a familial type breast cancer.” So my preference has been that of Dr. Tosti's, and that is if there’s 
a family history of the mother or sister, not to prescribe it.

Question from the audience about light therapy (inaudible)

Marc Avram, MD: There’s been devices for about 10 years, Low Level Light Therapy (LLLT). These are devices in the visible light spectrum, 
meaning it’s not ultraviolet light. It is not the type of light that causes skin cancer or cataracts. It’s visible light. And what’s ironic, in some of those same 
wavelengths in high energy it’s the wavelength we use to remove hair in laser hair removal. In low energy, it seems to stimulate hair. So there’s devices 
(for LLLT) that were approved by the FDA as devices not medical therapy, and it’s a different standard that is more about safety than for stimulating 
hair growth.

Lynne Goldberg, MD: Those were approved for male and female pattern hair loss, I believe, and not approved for scarring alopecia.

Maria Hordinsky, MD: Dr. Farah is going to be giving a 15-minute lecture on this subject.

Question from audience re: spironolactone and testing levels of testosterone and DHT (inaudible)

Wilma Bergfeld, MD: From the Cleveland Clinic, yes. We use a baseline to check then later, 6 months or so, to check their values. I can honestly 
say, Antonella, the estrogen level doesn’t go up very high because a post-menopausal woman has a 5-20 value - I forgot what it actually is - but it’s really 
low. When you’re young your estrogen levels are around 200. So if you raise it 5 points you’re not raising it very much. 

Lynne Goldberg, MD: So I do not check testosterone or DHT levels when I use finasteride for scarring alopecia. Does anybody else check levels?

Maria Hordinsky, MD: I do check levels to get a baseline and also get a DHEAS unrelated to testosterone metabolism, but it’s nice to have those in 
the chart as baseline values because in previous minoxidil studies, for example, if you’re going to be on a medication for a long time, things can happen, 
and it’s good to have a baseline value in the chart. 

Ronda Farah, MD: For spironolactone, usually we will check a potassium and renal function so then we know it is safe to start on the drug. And if 
you’re older they might recheck it to make sure your kidney function is the same and potassium is not getting too high. 

Lynne Goldberg, MD: Yes, I will check potassium intermittently when I use spironolactone.

continued on page 8
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Question: Please comment on the correlations/studies of hormone replacement 

therapy or lack of and increasing FFA and other cicatricial alopecias. So the question is on 
hormone replacement therapy. Anybody?

Wilma Bergfeld, MD: Most women today because of symptoms are going on some type 
of hormone replacement. Interestingly enough, if it’s very low dose, it can be by pill, patch, 
vaginal cream, or skin lotions. So because of symptoms they are going on those. I would 
suspect that 60% maybe have gone back on some kind of estrogen replacement in the later 
years, and it’s actually helpful for hair if they’re losing hair.

Antonella Tosti, MD: I would say in Europe, hormone replacement is not popular 
because they are afraid of side effects. So women in Europe don’t take and frontal fibrosing 
alopecia, for instance, the epidemic is the same, so I don’t think there is value.

Lynne Goldberg, MD: I think that people in Europe saw FFA, at least in my database, 
about 5 years before I saw my first case. There were cases published in the UK and other 
places in Europe.

Question: There was a question that for me was very personally interesting. I was asked this question by someone; interestingly, this person who 
asked didn’t have scarring and had a non-scarring alopecia. These patients are finding these things out online. Have you or anybody on the panel 
been asked about low dose naltrexone for hair loss?

Wilma Bergfeld, MD: It’s my understanding that it’s an opium. We are using it in one patient who has severe scalp pain and it seems to be helpful.

Maria Hordinsky, MD: There are opioid receptors on the hair follicle and the skin. You can see how complex the skin is, so I wouldn't be surprised 
that someone would report something positive.

Lynne Goldberg, MD: I think it was an alopecia areata patient. I don’t know if it’s been reported in autoimmune diseases to be beneficial, but 
someone did ask me and I did not know.

Next topic: We have a whole bunch of questions on nutrition and diet. When we hosted the Boston CARF Patient-Doctor meeting 4 years ago, the 
feedback from all of you was that people really wanted to hear about nutrition and diet. So in the Chicago meeting 2 years ago, that was built into the 
second day. This still seems to be a very popular thing. I speak for myself, some of us are more likely to include diet and nutrition, some dermatologist 
practices’ are holistic and the whole practice is based on diet and nutrition. Whereas others were strict by the books with what’s written with studies and 
things like that. If that’s your interest, and if diet and nutrition are important to you, you need to make sure you choose a doctor who is aligned with 
your interests because not all dermatologists are.

Question: What about gluten? My patients always ask about gluten-free diets. Is it going to help?

Melissa Piliang, MD: I think anytime you’re talking about cutting out whole food groups, be it gluten and associated carbohydrates, meat if you’re 
a vegetarian, or a low fat diet, you have to be very careful you don’t get a nutritional deficiency because nutrition is so important in hair growth. Hair 
requires a lot of blood flow and nutrients to grow. If your body senses it’s short on nutrients, hair is the first thing that goes and you can get a telogen 
shed, maybe unrelated to your scarring alopecia but it’s still going to make your hair thinner. You have to be cautious. I get asked 5 times a day about 
going gluten-free. It’s certainly the new kind of fad, but there's no evidence to support that it helps your hair if you don’t have Celiac disease or other 
associated problems.

Now processed foods, sugar and those kinds of things, maybe those are pro-inflammatory, although we don’t totally know. If you feel that you want 
to limit something, then cutting out processed foods like chips, crackers, and focusing on whole freshly prepared foods is probably the best way to go. Or 
the Mediterranean diet, where you’re eating a good, healthy, balanced diet with good, healthy fats, lean protein, beans, nuts and fruits, and vegetables. 

Question: Other items asked about were dairy products, those inflammatory things, night shade vegetables, paleo diet, healthy fats vs. unhealthy 
fats, the anti-inflammatory diet, tumeric and cinnamon?

Jeff Donovan, MD, PhD: I can mention night shades. I didn’t know about night shades until my patients told me about it, but for some reason I 
have a large number of patients that have been on night-shade-free diets. Night shades are vegetables/foods that grow in the dark (e.g., carrots, other 
root vegetables, eggplant, potatoes, beets, etc.).

continued on page 9
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Lynne Goldberg, MD: So the question is, should patients avoid them? 

Jeff Donovan, MD, PhD: Yes, to avoid them in your diet. I’ve had 6 or 7 patients not on any other changes in their treatment follow a night-shade-
free diet, and I was quite interested in this because of their dedication to this diet. It didn’t really have any change of 7 people. 

Turmeric is really fascinating, though. Turmeric is a spice, which is challenging to get in a standardized quantity. You can get turmeric pills, turmeric 
powder at stores that sell it in massive bin quantities. I’ve had a number of patients generously using turmeric by sprinkling it on foods. Some have 
suggested there may have been a change. Now it’s not a study, it’s pure anecdotal. I do think turmeric is interesting and does merit further study. Some 
patients are using a whole lot of turmeric in their foods and others using small capsules doses, but it is an interesting one. 

Wilma Bergfeld, MD: The orthopedic surgeons are using turmeric for inflammatory arthritis, and they feel it’s helpful. 

Melissa Piliang, MD: There is data on psoriasis that turmeric helps, that it’s anti-inflammatory. The challenge is, I don't know how it is in Toronto 
[directed in response to Jeff Donovan’s comment], but to get in good quantities so like in studies with psoriasis it was 3 grams a day, that’s a huge dose. 
My husband happens to have mild psoriasis and saw an article in one of my journals and wanted to try it, so he was taking 6 pills in morning, 6 pills 
at night. It’s a challenge to get the right dose in. He got tired of it after a while and stopped.

Lynne Goldberg, MD: A comment was it can also thin your blood. There might be surgeons that might tell you to avoid that a week or so before 
if you are having a procedure.

Yolanda Lenzy, MD: I do talk to my patients about diet and I use the recommendation of cardiovascular health because we know those are well 
studied. What’s good for your body is also good for your hair. Eat blueberries and antioxidants, different colored peppers, and all those types of things 
we know have good affects for your cardiovascular health. I say it certainly can’t hurt you. Foods, not different supplements, but foods that have those 
things. It could only help.

Wilma Bergfeld, MD: When you think about hair growth you also need to think about the amount of protein you’re in taking. The CDC 
recommends 40 grams per day. For hair growth, it should probably be 60-80 grams. Of our patient population, one question asked of someone losing 
hair, it doesn’t matter what kind, do you eat red meat? Because most nutrients are in red meat. Of course, if you get prime red meat, there’s a lot of fat 
in that so you need choice or standard or low fat meats like flank steak. The nutrients in red meat are best.

Lynne Goldberg, MD: That ties into the iron discussion.

Melissa Piliang, MD: One other nutrient that is an antioxidant that I have recommended to some of my patients is CoQ10, which is marketed 
for the heart and cardiovascular health. It is an antioxidant, and there’s probably oxidative stress that’s part of the scarring alopecias. You can get it in 
many forms over-the-counter.

Wilma Bergfeld, MD: Again the orthopods—my husband’s an orthopedic surgeon—the orthopods have studied this, and the CoQ10 reduces 
female hand arthritis. 

Melissa Piliang, MD: CoQ10 200mgs a day.

Antonella Tosti, MD: If I could just say, after Lynne showed the chicken inside the cage, I always suggest my patients to buy organic meat. 

Lynne Goldberg, MD: Yes, my husband and I buy organic produce and cage-free eggs.

Question from audience about hair and nail vitamins on the market

Antonella Tosti, MD: Biotin came from horses. Biotin was used to improve the nail of horses, running horses. There are studies on this. What’s 
interesting in biotin is that endocrinologists published a paper showing that if you have blood test after being on biotin, that you may get wrong results.

Lynne Goldberg, MD: I saw definite evidence of biotin in nails. There’s very good science in the literature that biotin is good for nails, but I couldn’t 
find a study that I could quote on biotin and hair. Biotin is not even an essential vitamin.

Wilma Bergfeld, MD: It’s an H hormone, and I don’t know what the H stands for, but it’s there. There is a study I am a part of from the Cosmetic 
Ingredient Review, looking at biotin, and there’s no toxicity with biotin, no matter what the dose is. It could be very high. This goes from pharmacology 
to animal studies, human studies, etc.

continued on page 10
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Yolanda Lenzy, MD: We see a lot of cystic acne patients who are taking mega doses of biotin, and one of our sponsors from Viviscal, they put out 

some nice literature at the World Congress of Hair Research. The patients didn’t have cicatricial alopecia but they had hair thinning, so I’m guessing 
female pattern hair loss or telogen effluvium, but there were good results with that. I didn’t see studies with cicatricial alopecias. Their proprietary 
ingredient, you may read a lot about it, is marine proteins. Other companies use marine proteins as well. I get a lot of these questions on social media 
and everyone wants to know about that.

Question from audience regarding whether biotin should be taken or not (inaudible)

Lynne Goldberg, MD: The takeaway is that it’s not harmful. But that there is no data to show that it helps hair growth. It helps fingernails. People 
believe it helps hair, but I don’t think there’s good data.

Maria Hordinsky, MD: I think there are 2 more supplements we should talk about because both are very popular. One would be vitamin E and the 
other would be selenium. Both are touted to be helpful for hair, but if the levels are high in the body, it could actually induce hair loss. So for patients 
we have taking selenium, we test their levels and if the levels are far too high for normal range. 

You mentioned iron before. It’s very important iron stores be normal for good hair growth. In premenopausal and post-menopausal women, iron 
may be deficient and so they’re not absorbing enough iron. So their iron stores, as indicated by a ferritin level, may be low. So that’s another nutritional 
lab that can be done and can be addressed. It doesn’t cure the cicatricial alopecia, but it’s part of the building blocks for hair growth.

Wilma Bergfeld, MD: Hugh Rushton out of London has done studies with vitamin C and he feels vitamin C is very essential for hair growth and 
has studies to demonstrate that.

Antonella Tosti, MD: If I could add something, vitamin A has been involved in CCCA, excessive vitamin A, and also can cause hair loss.

Yolanda Lenzy, MD: That is interesting because in the hair/skin/nail products, one of the ingredients was vitamin A. We know isotretinoin, which 
we use for acne, can convert to high levels of vitamin A and patients can have hair loss. So I don’t know why hair/skin/nail vitamins would contain 
vitamin A.

Wilma Bergfeld, MD: You have to discern between vitamin A and carotene. If it’s carotene, it’s metabolized well. If it’s the vitamin A specifically, 
that is toxic to the hair in doses in excess of 10,000 units a day.

Antonella Tosti, MD: There is a very new supplement that just launched that has a high level of vitamin A. (Noted that it was not the exhibiting 
sponsor, Viviscal.)

Question from audience regarding vitamin recommendations (inaudible)

Maria Hordinsky, MD: It depends, because you could still have someone vitamin D deficient, low on iron, and still have something else going on 
from a nutritional perspective like low zinc. So a multivitamin covers a lot, but it may not do it all.

Wilma Bergfeld, MD: It’s always low dose in these vitamins.

Question: What should the ferritin level be in a post-menopausal woman?

Wilma Bergfeld, MD: The CDC says it should be 40. It depends on the range. At the Cleveland Clinic, if the range is 9-350, we would like it to 
be 75. If the range is 9-150, it should be about 40. 

Maria Hordinsky, MD: We are in the 40 range. 

Questions: Next few will be on surgery. We have a few surgeons up here. Could you provide a little more information about the emerging data 
to reactivation of disease related to scalp for facial surgeries. Is this concern with specific types of procedures, all facial and scalp procedures, what 
do you think about that?

Marc Avram, MD: I think it’s not just facial surgeries, but it’s scalp surgeries. This is a big question. Is it that we’re doing surgery on some patients 
with very early stages of scarring alopecia that are not identified clinically? There may be early stages that look like severe dermatitis. It’s very subtle, 
patchy hair loss and somebody goes and does the surgery, and then the surgery doesn’t work well. Did the surgery on the scalp provoke a flare of it? 

continued on page 11
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We were just talking about that before. I think all of us have probably transplanted 
someone with very subtle forms of inflammation in the scalp. I think it kind of makes 
sense that certain trauma, from the skin to the wound healing, could provoke and 
throw off balance to the immune system and skin to provoke it. I think it’s another 
potential side effect from the procedure.

Jeff Donovan, MD, PhD: I think surgical trauma is an inciting factor in some patients 
with lichen planopilaris, and it’s not a common thing. There are certainly a number of 
patients who I’ve cared for who’ve had post neurosurgical trauma. They developed lichen 
planopilaris in their scars. They’ve had cabinets fall on their head and they get lichen 
planopilaris in those areas. So I think trauma is an inciting factor. What percentage of 
individuals get LPP is not known. A hair restoration surgery procedure, face lift, or other 
cosmetic surgical procedure certainly provides significant trauma to the scalp. I think what 
we lack is long-term data on hair transplant outcomes in patients with scarring alopecia. We limit our data to one year because that’s often when we take the 
pictures and see the patient off. They may come back again, but I think reactivation is more common than we realize. I certainly shifted in my own practice 
to a lot more maintenance therapy. There are very few patients in my practice that have hair transplant for scarring alopecia and are not on any treatment.

Question: I have one more question from the audience on topical vitamin A such as tretinoin. Is anybody concerned about that exacerbating or 
causing cicatricial alopecia?

Yolanda Lenzy, MD: I met a patient at a writing conference and I just happened to talk about this book I’m writing. She pulled her hair back and 
she had FFA. She said she thinks it’s from the retinoids she’d been using. When she started them, she felt burning in the scalp area. That was the only 
patient that I’ve ever seen with that. I’ve searched the literature and didn’t find anything published. 

Wilma Bergfeld, MD: In general alopecia, I frequently use topical minoxidil followed by topical retinoids and I’ve done this for 30 years. I’ve never 
seen LPP in those sites that I’ve treated similarly.

Maria Hordinsky, MD: A lot of times we’ll use tretinoin topically for the thinning that Dr. Tosti talked about that occurs on the forehead with the 
prominent veins. So we may be using something like a Retin A topically, or tretinoin, to help the collagen in that area. 

Nicole Rogers, MD: I would like to add that we’ve used that for the facial papules with the frontal fibrosing alopecia. We used different tretinoins, 
at whatever strength people can tolerate. It seems to improve it, but it’s anecdotal.

Question: Directed to Dr. Avram. You mentioned something in your talk about 1450 nanometer laser for FFA papules. Have you used any laser 
for FFA? 

Marc Avram, MD: That wasn’t FFA. It was just general scarring at the scalp. If you have scarring for whatever reason and it’s got textural changes, 
it’s just to contour the scalp.

Question: Does anybody on the panel have any experience treating the facial papules of FFA? 

Antonella Tosti, MD: I utilize tacrolimus, and I think it helps because the papules then are due to inflammation.

Yolanda Lenzy, MD: There are papers for using tacrolimus for the dark spots Dr. Tosti talked about, the lichen planus pigmentosis, that can happen 
in FFA. There are studies that the tacrolimus can be helpful for that.

Question: What’s happening with stem cell injections? I’m not sure if you want to talk specifically about that, or those of you who use platlet 
rich plasma (PRP), if you want to tell audience about that and if we have any promise in scarring?

Marc Avram, MD: I don’t think it’s a true stem cell injection in the pure sense. I think it draws blood and spins it down. You’re interested in the 
platelet rich plasma part of it, not the red blood cells, and inject it into the scalp. It’s been used a lot in male/female pattern hair loss. But for me in 
scarring alopecia seems like an area that you can do and we’ve done it in the office. The problem is we don’t have in the field, good long-term studies 
with PRP. It’s been used a lot in the U.S. and all around the world. Most people we’ve treated, it has been a tertiary for those who’ve failed finasteride, 
minoxidil and are looking for something else. I’ve been pleasantly surprised considering people who have not responded to other treatment. We have 
seen some response in both scarring and non-scarring alopecia. I do think there’s something to PRP. We need better long-term designs. Alan Bauman is 

continued on page 12
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sitting back there and he’s worked with PRP for a long time. It’s being used for skin rejuvenation; I’ve never done that. We do it on the scalp; I’ve done 
that a lot. I do think there’s something to it; it does seem to help some people. Statistically, there’s no study. For finasteride, we have amazing studies; 
we have good studies. Some of the panelist up here have done those studies. We have studies of minoxidil. It is sort of like LLLT. We are skeptical at the 
beginning, but it seems to be effective in some people, and I don’t know what the percentage is and I don’t know who.

Question: Which specific diseases in the scarring have you found it effective?

Marc Avram, MD: We’ve had a patient from Sloan Kettering, a young woman who had a bone marrow transplant who lost her hair. She’s seen her 
hair loss specialist at Sloan Kettering. They’ve tried everything. She’s willing to try PRP, and cleared it with her oncologist and everyone said just go for 
it. It seems to have thickened her hair.

A woman with scarring alopecia, several people have come in who tried many things I mentioned, it did not grow back the hair. It grew some of 
the hair. In some people in early stages of male pattern hair loss, earlier stages where you see your thick hair getting thinner, it’s being shut down but 
it’s still there. Some people it seems like the diameter has gotten thicker. I haven’t seen anyone regrowth in hair that’s lost a lot of hair. So it seems like 
all different situations, and in some people, nothing.

Antonella Tosti, MD: I wouldn’t recommend in lichen planopilaris for instance, where maybe the donor itself can get worse. Some patients tell me 
they got worse after PRP with lichen planopilaris.

Ronda Farah, MD: I did a literature search about 8 weeks ago on lichen planopilaris and PRP. I found one case report where it was helpful. But 
then talking with several colleagues using it anecdotally in their clinics, they did not find it as helpful as this one person who reported it. So it might be 
under reported that it is not as helpful. Then, as you were saying, one would wonder if the data available is based on androgenetic alopecia or female/
male pattern hair loss, so maybe the patients improving with scarring alopecia actually that’s the part of their hair loss that’s improving and that’s why 
that population of scarring alopecia sees an improvement. It might not be in the scarring portion of the disease but possible in the pattern part of the 
disease. But that’s just my hypothesis.

Marc Avram, MD: Where it gets complicated is when let’s just say someone has a telogen effluvium and they go to a doctor and say I’m going to 
do PRP on you and a year later they’ve grown back a ton of hair. They had something that was going to return anyway. That’s why we need designed 
studies. We have some stuff that’s been published recently, frankly some positive, some negative. 

Maria Hordinsky, MD: The North American Hair Research Society, which is another organization, has given mentorship funding to a PGY1, a 
student to take a look at frontal fibrosing alopecia and to use PRP and compare it to intralesional kenalog injections and do a ½ head study. But to do 
that, you have to write a protocol, go to the FDA, and get an IND. There’s a lot work and these mentorship grants, as you can imagine, aren’t a lot of 
money. This kind of work needs a lot of support to get good answers because the studies like you mentioned have to be done well. 

Ronda Farah, MD: I would say if you are going to do it, make sure you do it in a physician’s office because it is a blood product. You would want 
to make sure you get your own blood back, needles are clean, and just basic universal precautions. Also, some people mix things with the PRP. So you 
want somebody in the medical field to make the decision on what to mix and how much and what is safe. 

Marc Avram, MD: Just so you know, this has been used in other areas of medicine. This came to the skin. It was originally in sports medicine. So you 
hear elite athletes; first time I heard about it was when “A Rod” from the Yankees went to Germany for a stem cell shot in his hip. It was PRP, he had it 
done. A lot of orthopedic doctors and special surgeries in NY. So I’m looking at that field and some doctors are huge believers and some think it’s nothing, 
that it’s junk. In the same institution with a long-term experience. This is just to give perspective. This is something being done outside of the skin, too.

Yolanda Lenzy, MD: I have a colleague in Maryland who treated 2 patients with CCCA with PRP and she found it got worse in both of those 
patients. I have not tried it in scarring alopecia. Just a quick comment on Dr. Hordinsky’s comment on the North American Hair Research Society, just 
to give a quick shout out. I participated in that mentorship program with Dr. Antonella Tosti, and Dr. Donovan did, too. These are great organizations 
to donate to, to get more people interested in hair research.

Jeff Donovan, MD, PhD: We’ve done PRP in scarring alopecia, lichen planopilaris, and frontal fibrosing alopecia. The patients that we generally 
do PRP treatment on are patients that are refractory and haven’t responded to any of the standard treatments. So it is starting out as more of a challenge 
situation. There’s no doubt that in frontal fibrosis alopecia that PRP can sprout a few hairs that weren’t there before. The real thing is if it’s significant or 
not. More studies are needed, but I think an important point is that there is not just one PRP. There are different machines, different amounts of blood; 
some clinics take 10ml of blood, some clinics take 180mls of blood. Then you enter that in various machines and what comes out is very different. Some 
clinics add calcium, some don’t, and some add different chemicals. So there is no such thing as one PRP treatment. I can make PRP with our machine 
20 different ways. Really, there’s a lack of standardization, and that makes it even more challenging to know what its benefit is.

continued on page 13
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Audience question: Has lichen planopilaris been considered an autoimmune disease? 

Maria Hordinsky, MD: The answer is, yes, by Dr. Ralph Paus who’s in Germany. So if you look it up, he will tell you it is an immune-mediated 
disease. 

Follow-up: I ask because even if you wanted to have a tooth implant, they won’t do it if you have an autoimmune disease; is that part of?

Lynne Goldberg, MD: I guess it depends on your definition of the disease. It’s definitely an inflammatory disease, there’s definitely inflammation. 
I don’t think we know if it’s autoimmune or not.

Maria Hordinsky, MD: I think some people are viewing it as alopecia areata where you have an immune attack. In that sense you have an immune-
mediated disease. Perhaps not a true autoimmune disease yet. I don’t think people have put their finger on that.

Lynne Goldberg, MD: A lot of that is definitional, so if you want to have your tooth implant done, you can tell them you don’t have an autoimmune 
disease.

Jeff Donovan, MD, PhD: One of the things that it does fit as an autoimmune disease is the risk of another autoimmune disease is higher. One 
thing that’s very characteristic of autoimmune diseases is the presence of auto antibodies in the skin. So with alopecia areata, we know the body makes 
antibodies to the skin. We don’t see those antibodies in lichen planopilaris, which calls into question if it’s truly an autoimmune disease, but it’s certainly 
an immune disease. 

Male audience member: I’ve been somewhat of a guinea pig for you all, and I’ve had the PRP procedure done, but with stem cells from my belly. 
So they took from my belly and along with PRP injected in my head. I unfortunately don’t have encouraging news, as I see in the newsletter, and first 
thing I see is PRP injections don’t work for scarring alopecia, but for me I’m still holding out hope because of the fact it wasn’t that long ago. It was in 
April I had it done, but with stem cells, which is different from a lot of procedures going on previous to this. Another thing that’s not that great news 
was, that for me, it was an extremely painful process. When they went in through my stomach, then when they tried to numb my head, ironically that’s 
when I felt the most pain. And when they did the PRP, I could still feel the injections. I did lose hair after the procedure. I don’t have the worst case 
of this particular condition, but I did lose hair in the places I was concerned with losing hair. I lost more hair in those places, but who’s to say if it will 
come back or not, but I’m a guinea pig at this point.

Lynne Goldberg, MD: Thank you for sharing that painful physical and emotional experience with us.

Melissa Piliang, MD: On that note, if anybody does try PRP and has success or a different experience, you can email us so we can share some of 
this in the newsletter or with each other. We encourage all of you to share things you’ve tried and succeeded or failed; just share with us.

Question: There was a question about fingernails: I was diagnosed with lichen planopilaris and FFA. My finger nails are affected: softer and 
break easily, vertical lines. Is it related and is there a treatment to prevent deterioration?

Antonella Tosti, MD: I would like to see these fingernails because it may be that lichen planus is in the nail, and maybe this is a nail emergency. Or 
maybe ’it’s just brittle nails and there is no link; so there is biotin.

Lynne Goldberg, MD: So the question becomes, what is this disease of the fingernail? There actually are dermatologists here like Dr. Tosti who are 
well versed in fingernails and can figure out if it’s related or unrelated.

Question: How can I become involved in a clinical trial? I have patients ask me this, too. I know there is a website.

Maria Hordinsky, MD: Definitely the CARF website and, I googled this yesterday, if you Google Cicatricial Alopecia Research Foundation you’ll 
come up with a nice list of topics related to CARF. There’s not a quick link to clinical research trials. It will come. But, if you go to the CARF website, 
the clinical trials that are in progress are there. Maybe Melanie or Rita would like to comment more on access to clinical trials. 

Melanie Stancampiano: Strictly from an administrative perspective, when the investigators send us the information and language they are required 
to use in the clinical trial, we simply pass that along. Often, you’ll see info on our website with a link to the specific researcher. An important piece I 
have learned in this process is that there are requirements for this, and so you can reach out and express your interest, and maybe you all can comment 
a little bit more, but it seems not everybody is a candidate for every clinical trial. Right now, there are more research studies than proper clinical trials 
happening.

“ASK THE EXPERTS” TRANSCRIPT
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Wilma Bergfeld, MD: My understanding is that there are no clinical trials. They are individual research projects that are being supported by either the 
North American Hair Research Society or CARF. They occasionally can be supported by the Dermatology Foundation and Research Foundation, which is 
a foundation to support researchers and young researchers. So at this point in time, at CARF and as well as at NAHRS, we are very interested in building 
so that we can have clinical trials that will be sponsored by the NIH. This means we need to have prevalence studies for each of the diseases that’ve been 
discussed today and then researchers willing to answer certain questions and come forward with a proposal, a protocol, which is then approved and funded. 
But at this time, lichen planopilaris, CCCA, frontal fibrosing alopecia isn’t even on the list of the NIH. 

Because there are no numbers, no epidemiology, so first activity must be on prevalence. How prevalent are these diseases and can we get them 
orphaned disease status so that we can proceed with clinical trials. 

Maria Hordinsky, MD: I’d like to follow-up because I’m really passionate about that topic. For example, when we put in a grant of lichen 
planopilaris making it an orphan disease, we got right back from the FDA and NIH that this is not an orphaned disease because it is a subtype of lichen 
planus and there are over 300,000 people in the U.S. who have lichen planus. If you start Googling or look in the literature, the majority of the time you 
will see that LPP is a subtype of lichen planus. So we have no prevalence data and that is key to get really good data to support future work and funding.

Wilma Bergfeld, MD: The question that came from audience was "What is an orphan disease?" It is one that doesn’t have prevalence or high 
incidence in society and that doesn’t come up with numbers when they look at disease entities. It is so minor in a population study that it doesn’t ever 
reach a significance to do a study on. So what we can claim is that it’s a rare disease and we can get numbers to back it. We can then fall into this category 
that then allows us to jump into the NIH with study protocols. Otherwise, we are too small, too rare, to qualify for an NIH grant. 

Yolanda Lenzy, MD: Once we get the prevalence data, what’s the requirement to reach the orphaned disease?

Maria Hordinsky, MD: Less than 200,000 cases in the USA.

Christine Janus from the audience: Okay, so I’m trying to pull all of this together in order for our diseases to be considered orphan diseases, and thus 
to get funding for research, which we all agree is very important. What would be the cost to do prevalence studies in our diseases? Because it seems to me 
that is money that we as organizations need to pull together, because without that we don’t get anywhere, we don’t get further. Is my thinking correct here?

Lynne Goldberg, MD: I would even go further and ask, how does one even get prevalence data? Especially if people don’t want to show their heads 
or talk about their disease. 

Marc Avram, MD: One way maybe to help is electronic health records, used to track costs. You could simply make sure that the AAD pushes that 
part of the national data that’s pooled because the codes that are used for lichen planopilaris. It is a quick way to get a data on scarring alopecia in the 
U.S. Just like we want to get the data on what cancers, therapies and know what cancer pills and cholesterol pills don’t…there’s no reason by pooling 
all the data nationally that we don’t get a lot of data on prevalence.

Lynne Goldberg, MD: The problem is the code for LLP for a long time was the same code as LP. So you’re not going to pull out, tease that out 
unless ’it’s changed in ICD10. Doctors are required to code your diagnosis, in addition to billing codes when we submit to insurance companies. That 
coding from the government has been forcibly changed upon us. There is a new coding system. The old one was ICD9, and the new one is ICD10. 

Yolanda Lenzy, MD: Lynne, with regards to your question about prevalence data, with regards to CCCA, I think we are getting close. We partnered 
with a large cohort study that has almost 60,000 African American women across the country, and we are probing hair loss in this large population. 
So far, from the 6,000 women who’ve responded, we have 8% that have already been diagnosed with CCCA, biopsy proven. That is the largest we’ve 
seen in a general patient population, a patient population that didn’t specifically look at one clinic. A lot of studies have been published; for example, 
BU looked at all their hair with patients that come in with hair disorders, which is already a limited audience. You really need to study this in a general 
clinic, an overall group. That’s why we are really excited about this work. We are going to show a little bit of that data in the next talk.

Lynne Goldberg, MD: What is the U.S. population? 330 million. What is 8% of that? 27 million. So that doesn’t cut it as an orphan disease does it? 

Yolanda Lenzy, MD: CCCA is very common, so it’s not an orphan disease. For other cicatricial alopecias, with ICD10, probably another year, by 
November, we will have a year of that data. It will take going to the AAD—we have some people on their board here—letting them know we want 
that data and putting that demand in. 

Marc Avram, MD: Now with ICD10, Dr. Farah said that there is a separate code for lichen planopilaris, so it’s all separate. Great. To me, that’s 
where we are going to get the data.

Exactly (unison)

“ASK THE EXPERTS” TRANSCRIPT
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Lynne Goldberg, MD: I think we are going to open it up to questions from the audience for the final five minutes. 

Question from audience: When you’re looking at the coding that the doctor’s office submits, how do we as patients make sure we are getting that 
right code in? How will you capture these numbers? Who captures that data? I’d like to know how prevalent this is. 

Lynne Goldberg, MD: So first part is that there’s no way of knowing you’re going to get the right code because your doctor may not make the right 
diagnosis. There’s a lot of misdiagnosis out there not only for hair but all of medicine. So the doctor is putting down the diagnosis that he or she thinks 
you have. I don’t think there’s a way for you to know if that’s the right diagnosis.

Maria Hordinsky, MD: Big data is really big these days. So insurance companies really use that data to do computational analysis related to heart 
disease, medication use, etc. There’s a lot going on in the background in a lot of different areas, particularly at insurance companies. So the way to start 
is to work with United Health and work with their big data system across the U.S. 

Rita Wanser: CARF is very well aware that it needs to be done. We are too small of an organization to take it on so we’re working with other 
organizations, the National Organization for Rare Disorders (NORD) as well as the Coalition of Skin Diseases, to get into this big data, perhaps with 
other groups, so we can get the information that we need to help you. It’s an ongoing process. We’re very aware of it and we’re just trying to figure it 
out. It’s not as easy as just calling people up and starting a database.

Audience question: How do you get my information to compare with everyone else that has FFA? Do you start with the insurance companies? 
I didn’t know if there was a database that we could submit all of our information to for an analysis?

Maria Hordinsky, MD: You’re going to hear more about registries in the upcoming talks as to where things are at.

Audience: Yes, we would like to participate in research, and you would have to have our information in order to do that.

Lynne Goldberg, MD: She’s going to talk about it this afternoon. 

Audience question: Your slide on tetracycline showed 9% remissions and when you look at remissions, the biopsy comes back totally normal, 
and, for the studies, how far out do you do follow-ups? 

Lynne Goldberg, MD: You’re asking about how to follow patients?

Audience: Within the trials, when somebody went into remission.

Lynne Goldberg, MD: So I didn’t use the term remission in my talk. I think people with scarring alopecia get better, and sometimes they stay better, 
sometimes they get worse again. You follow them judging by their symptoms, if they have any, and their clinical exam. 

Audience: Do you do repeated biopsies then?

Lynne Goldberg, MD: So I think we can ask the panel that as a question. How do you follow patients once they’re completed with therapies? I, as 
a dermatopathologist, do not do follow-up biopsies. Do you guys follow your patients with follow-up biopsies? Maybe one exception would be if they 
were contemplating surgery. I get a lot of biopsies from clinicians who are hair transplant surgeons who are asking me, “Is this a good donor site?”, and 
they would do biopsies for that. 

Wilma Bergfeld, MD: I think that we haven’t had clinical studies, we’ve had clinical impressions in following patients. But if we were to run a 
clinical study, we would need those biopsies. We’d need a biorepository where we could store those biopsies and the patients serum or blood, so that later 
when we have more sophisticated means to look at those to see if we could pull out any of the biomarkers for what’s causing this inflammatory process. 

Antonella Tosti, MD: I believe dermoscopy is very useful to follow scarring alopecia, and I believe even with biopsy it’s very positive to have 
dermoscopy-guided biopsy because we pick up the right area. Dermoscopy is an instrument that we show a picture of the scalp enlarged enough to 
show if the disease is active or not. It’s very useful.

Jeff Donovan, MD, PhD: I think that dermoscopy is helpful. I think that a photograph is most valuable of all. If someone’s hair loss hasn’t changed an 
ounce in 2 years, it’s fairly quiet. I have biopsied many patients after a treatment or before hair transplant, and I’m interested in the pathologist comment, 
but you will see lymphocytes, you will see inflammation in a biopsy of a patient with very quiet lichen planopilaris. So relying on a biopsy alone can misguide 
you. There are other parameters that give you the information that this is quiet. If the photograph in 2014 looks the same in 2016, it’s pretty quiet.

“ASK THE EXPERTS” TRANSCRIPT
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Wilma Bergfeld, MD: I’d like to respond to that. I was in the national studies in 1970s & 80s of male pattern baldness where some 800 biopsies 
were done and what was seen there was that 20% who had classic male pattern baldness had an inflammatory component. Very similar to lichen 
planopilaris, and those same patients scarred. So male pattern alopecia, there is a variant that scars. So the biopsies can be misleading. One has to 
correlate that with the clinical experience.

Audience question: This seems like a late question but it is important to me. I don’t know about hair coloring or hair curling, but is it okay to 
color with LPP?

Lynne Goldberg, MD: I tell my patients color away as long as they are not symptomatic, it’s not burning, and they’re not having a reaction. (Panel agrees.)

Question: What about curling? 

Lynne Goldberg, MD: That depends on the remaining hair. Some people have scarring hair loss and the quality of their hair is terrible—it’s dry, it’s 
damaged. Then you shouldn’t do those things. But if the remaining hair is healthy, then I think you can.

Antonella Tosti, MD: I personally tell patients not to do keratin treatments. Keratin can cause severe scalp inflammation in some cases. It has formaldehyde, 
and you may develop allergy to formaldehyde. Then you get exposed to formaldehyde releasing preservatives in shampoo that worsen the problem.

Wilma Bergfeld, MD: More importantly, it can cause nasopharyngeal cancer, especially to the beauty salon operators. 

Yolanda Lenzy, MD: That’s the big thing, for the salon employees. They’re in the salon 8 hours a day inhaling these fumes and so OSHA has 
requirements that the air be tested in salons that do keratin treatments and they should really wear N95 masks. Those are the same masks we use to 
go see tuberculosis patients in the hospitals. I think it’s too early to know what the long-term effects are for the general population but at least for hair 
stylists, it’s definitely been shown to be an occupational hazard. 

Last question: I’m a physical therapist. I treat inflammation every day, which is why this is really frustrating to me. I want to have some tools, 
and maybe this isn’t a tool, but what about working on the scalp? Not necessarily massaging the hair, but actually the scalp, skin gliding just to get 
circulation to try to make a change in the inflammation level below the surface?

Lynne Goldberg, MD: So the role of massage in terms of treatment for cicatricial alopecia?

Audience question continued: More like a skin glide, where you put pressure down on the scalp and move the skin. We call it cross friction in 
the physical therapy world but it’s for a different purpose.

Yolanda Lenzy, MD: When I go to the cosmetology conferences, they totally say you have to massage your scalp to get the blood circulating, I 
haven’t seen any studies, but I have seen it recommended. I just haven’t studied it. 

Melissa Piliang, MD: There are studies in alopecia areata about scalp massage with a specific essential oil that showed improvement (rosemary, 
jojoba, there is a formula). Massage is probably somewhat relaxing, so if it helps in a holistic way, maybe?

Audience: Well, is that the purpose for the laser—to increase circulation—or am I off base? 

No. (unison)

Lynne Goldberg, MD: So one treatment is never going to be the same for all; it’s never going to be good for everybody.

Thank you so much everybody!

“ASK THE EXPERTS” TRANSCRIPT
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•	 Basics of Cicatricial Alopecia, Melissa Piliang, MD
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Report from San Francisco 
By Marilyn Ey (Support Group Leader)

Discussed at recent meetings:

• The New Orleans Patient-Doctor Conference had quite an impact on those who were able to attend. One lady had her eyebrows tattooed 
when she was there. Other attendees had high praise for Lori, who spoke at the Saturday night dinner, and for Nancy, who demonstrated 
valuable tips and tricks at the Sunday Social. Marilyn met the founder of the Facebook group, LPP Let’s Put Out the Fire. This site is only for 
CICALs. Interested in joining? SF support members can email Marilyn for quick membership approval. 

• Stress plays a role in CICAL. One woman took to heart the phrase, “Stress doesn’t help any disease.” She quit her job of 29 years, no longer 
deals with workplace stress, and is so much happier.

• Shedding hair is not always from CICAL. Normally, CICALs do not lose eyelashes. However, MOST FFA patients (and FFA patients only) 
lose eyebrows. This could be portions or all of the eyebrows. Some get eyebrow injections in hopes of retaining their eyebrows. Just like 
CICAL scalp, FFA eyebrows can be red and itchy or have no symptoms at all. Is this a strange disease or what?

• A CICAL patient can be on one or multiple orals and/or topical medications. Some drugs take several months before determining if they pro-
duce a benefit (e.g., Plaquenil, aka hydroxychloroquine, in 6-9 months; dutasteride in 3 months). Due to potential side effects, some CICALs 
choose to avoid medicines altogether. Because of other health issues, some CICALs cannot take certain drugs. It is vital to keep all of your doc-
tors updated on all your health issues, plus your medication and supplement use.

• Vitamin D deficiency? Ask your doctor to check your level of vitamin D. If placed on a vitamin D regime, it is important to monitor your 
level and follow your doctor’s recommended dosage.

• Minoxidil (generic for Rogaine): Once started you must continue using minoxidil forever. There is no difference between 5% “For Men Only” 
and 5% “For Women Only”—except the price. Consider minoxidil price shopping at Costco. Once you start minoxidil, expect a major hair 
shedding weeks to months later. This is good, because it means the minoxidil is working. Remember: minoxidil does not “treat” CICAL. It is 
used for androgenetic alopecia. However, it could thicken CICAL’s existing hairs, providing a fuller look.

• Is CICAL an autoimmune disease? CICAL does not involve specific antibodies nor is CICAL typically found in families. Both of those are 
requirements for autoimmune classification. CICAL in families is quite rare. However, two sisters with CICAL attend our SF meetings.

[Contributing Editor Note: There have been several reports of CCCA occurring in families and genetic studies are currently underway to further 
identify possible contributing genes. However, the majority of patients with CCCA have no family history of a similar condition.]

Our Members’ Recommendations
1. “The unknown of the disease is very frightening.” Consider reading The Language of Emotion, by Karla McLaren. We must honor each emo-

tion so we can learn from them. We must STRIVE TO BE HAPPY.
2. Permanent makeup: Softap Inc. located in Livermore, CA, created a unique type of eyebrow permanent makeup. www.softaps.com
3. Eyebrow makeup: Eyebrow pencil and gel, Revlon Brow Fantasy ($7.99 at Walgreens, $6.29 at Target) is NOT waterproof. Another recom-

mendation is WunderBrow—a one-step eyebrow gel.
4. Wig/Topper/Hairpiece Stylist: “It’s good to feel like myself again. I’m back!” Those were the remarks of one attendee whose hair looked so 

natural we demanded to know where she got her hairpiece and who styled it. 
a. Hair prosthetics: Studio International Inc. (2850 22nd St, San Francisco). www.studiointernational.net 
b. Stylist: Joseph Cozza Salon (77 Maiden Ln, San Francisco). Ask for David. www.josephcozzasalon.com 

FFA Study: Paradi Mirmirani, MD, is still accepting patients for the 5-year FFA Study. Interested SF group members, please email Marilyn. She will 
forward your information to Dr. Mirmirani.

New to CARF website! Visit: www.carfintl.org 
1. Question of the Month
2. New Orleans Conference Videos (From Main Page, click on “Patient-Doctor Conferences”.)

“Thank you, Diana” for co-leading our meetings.

SUPPORT GROUP NEWS
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PATIENT CORNER
My Hair Loss Journey

By Sally Wessely*

*From the blog, “Retired English Teacher,” www.sallysbloggingspot.blogspot.com.

The completely innocuous beginning of my journey into hair loss cannot be pinpointed. There were early signposts. Inoffensive and unobjectionable, 
they were not noted. One day, I did notice I no longer had hair on my arms. It certainly didn’t seem like a big deal. Then, I noticed I didn’t have hair 
on my legs. I surmised the loss of hair on my limbs was a natural part of aging. 

Next, as I innocently proceeded on a journey I didn’t know I was on, I noticed that I had a small red inflamed spot on the left side of my front hair 
line. It didn’t itch. It just looked odd. The spot spread, and it looked as if pustules were forming. I tried several home remedies for treating the area. 
Then, I noticed that hair would fall out when these strange looking spots healed. 

On April 6, 2006, I consulted a dermatologist. I somewhat sheepishly told him about the home remedy I had been using: Listerine. Seriously, I 
applied Listerine to these inflamed areas of my scalp! I did this because I had concluded that putting an antiseptic on the weird looking sores would be 
better than doing nothing at all. 

I think the doctor thought I was a nut job. I can forgive him for that. I’m sure he hadn’t seen anyone else that day using Listerine to treat skin 
problems. He asked me if I had tried Windex. Funny. The doctor said he didn’t know what the problem on my scalp was because he’d never seen it 
before. He thought it might be psoriasis. I have a history of psoriasis. I didn’t think it presented like psoriasis. He didn’t disagree with me. He concluded 
that he didn’t know what else those sores could be. He gave me a prescription for a topical and sent me on my way. He never suggested that I schedule 
a follow-up to see if my problem was resolved by using the treatment he prescribed. I felt dismissed and also felt that my symptoms did not merit a 
legitimate medical concern.

The topical cleared up the worst of the inflammation. This made me happy. I did notice the hair continued to fall out when the area was healed, 
and that it did not regrow where the pustules had been.

My hair continued to thin. I fretted, but again I surmised it was a part of the aging process. I noticed the front part of my hairline did not have the 
volume that it once had, and I found my old hairstyle no longer worked with the thinner frontal hair.

In May of 2010, my youngest daughter died unexpectedly. Just months after her death, my hair fell out enough that fine strands of silver hair 
covered my clothing. I called it tinsel and joked, “The tinsel is falling off the old tree.”

According to my doctors, the loss was temporary and caused by shock and stress. “Your hair will come back,” they said. The hair loss was significant, 
but not noticeable to others. 

One morning in July of 2011, as I was putting on my makeup, I noticed my eyebrows were completely gone. They’d been there the day before. Now, 
the loss of hair I had been experiencing for the last five years seemed anything but innocuous. I saw my doctor and told her about continued thinning 
of hair and sudden loss of eyebrows. She asked, “Have you been plucking them?” It was actually a legitimate question. Perhaps, she thought my stress 
had manifested itself with trichotillomania, a hair-pulling disorder.

I decided it was time to visit a new dermatologist. A compassionate and supportive doctor, she was also a personal friend. She thought I had a form 
of alopecia triggered by stress. She’d never seen alopecia that presented like the symptoms she saw on my scalp. The sudden loss of eyebrows was a 
mystery to her. She thought we should take a wait and see approach.

I went home from the appointment and consulted Dr. Google. Alopecia, a word I couldn’t even pronounce, was not new to me. I’d heard it before, 
but it was a word I could never remember. I wrote this term down on a yellow sticky note and placed it by my computer. I practiced saying it. I didn’t 
want to forget the name of the condition nor how to pronounce it. 

Believe me, since that day, there has been no forgetting! 
Not long after that appointment, I saw my endocrinologist for a routine appointment and asked her for an opinion. She said that my thyroid was 

not causing my hair loss, but concurred that stress could have triggered problem. She advised me to get the scalp biopsied. Heaven only knows why it 
took me a year to get a scalp biopsy. I was in denial about my hair loss. I believed it was temporary. I believed the loss would stop. I believed my hair 
would grow back. Meanwhile, my hair continued to fall out.

Finally, in March of 2013, a full seven years after my first visit to a dermatologist for hair loss, I saw another dermatologist. After his initial 
examination of my scalp, he diagnosed me with frontal fibrosing alopecia. He added that he would have to biopsy my scalp for a solid diagnosis. I had 
never heard of FFA before. The biopsy came back confirming FFA and lichen planopliaris. He sat me down and painted a grim future for me and my 
hair. He showed me pictures he had downloaded from the internet. All I could think of was, “Surely this won’t happen to me.” 

The new doctor said that there was really no treatment to cure the condition. He said that the treatments that might slow it down were not effective 
and had side effects I may not wish to experience. I chose not to take the oral medications, but used the topical Clobetasol prescribed to help with the 
itching, pain, and soreness. 

In 2013 when I was finally diagnosed with FFA, I realized that I had suffered from terrible itching on my scalp for a number of years. Dealing with 
loss and grief, health problems of another nature, I did not pay much attention to what was going on with my scalp. I had lamented my thinning hair, 
but I still believed it was a temporary situation. 

The trajectory of my journey changed the day I learned about the disease that was not only taking my hair, but also leaving scars behind. I had to 
determine out a way to accept and cope with the diagnosis and the changes it brought to my journey through life. 

continued on page 20
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The devastating emotional and psychological components of hair loss are not often addressed by the medical profession. My own personal journey 
with hair loss has been made easier by the support and knowledge I have gained from the Cicatricial Alopecia Research Foundation and from www.
AlopeciaWorld.com. 

In June of 2016, I attended the 7th International Patient-Doctor Conference sponsored by CARF in New Orleans, Louisiana. It was probably 
one of the most important things I have done for myself since I began this journey. There, I learned I was not alone. I met some the most amazing, 
supportive, and smart men and women I have ever known. Like me, they too are learning to live with scarring alopecia. At the conference, we armed 
ourselves with information to help fight the battle against hair loss. We learned from those doctors whom have dedicated themselves in helping us on 
this journey. United, we are joining the battle to win the war on scarring alopecia.

Our stories give strength to each other as we journey down this road together. Our stories unite us and make us feel less alone. Our stories validate 
our experience. At times I think we all feel very alone in a world where it seems every head around us is covered with hair. I hope my story helps 
someone else feel less alone. 

Tamara’s Treatment for Her Painful Inflammation
By Tamara Cucchiara

Can’t stand the heat!!

 • Consult with a Dermatologist.
• Injections are very helpful.
• Advil.
• Keep chemicals off scalp. Chemicals will agitate the scalp and exacerbate inflamed scalp.
• Use free and clear shampoo and conditioner.
• Shampoo hair less.
• Cold treatments that cool down inflammation: ice packs on head 4× a day or more as needed. Put head in the sink and rinse with very cold 

water. Do many times a day for relief. 
• Stay out of the sun.
• Don’t eat hot spicy foods.
• Meditation therapy helps with anxiety caused from a major life-altering disorder.
• Consult with a pain doctor and a Rheumatologist.

With many blessings and love,
A sister determined to not be defined by nor suffer from Cicatricial Alopecia.

continued on page 21

Hair Shedding 
by Sista d

My dermatologist told me not to be overly focused on amount of shedding. Hair sheds in cycles and each of us is unique. Hairs might not be CICAL 
loss, but something else—not scarring. "Google" anagen and telogen follicles in google images. Telogen follicles have a bulb at bottom and are normal. 
A CICAL patient sheds some anagens in the mix. These follicles shed prematurely and have damaged sheaths.
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Mini Hairpieces 

By Nancy

Did you know Cicatricial (scarring) Alopecia (CICAL for short) inspires creative talents you never knew you had?
As time goes on (and we may lose more hair), we devise many ingenious ways to cover or camouflage our loss. (CICAL also taught me how to spell 

camouflage!) As a CARF Patient Outreach Volunteer (POV), I want to help as many people with CICAL as I can. So I will share something that has 
worked for me. As we know, helpful ideas do not work for everyone. Also, as hair loss continues, we have to be adaptable and plan for new ideas to 
camouflage or cover our loss.

For whom might the Mini Hairpiece regimen work?
• If you have frontal hair loss (forehead, temples) or other totally scarred areas anywhere on the head.
• If you are at the point that you freak out at the most subtle breeze, because it may expose your hair loss.
• If you are a low hair maintenance person.

Mini Hairpiece Positives
• They stay intact and in place for 2 to 6 weeks (for most people).
• They don’t just fall off; if a mini piece starts to loosen, you can press it back on for the next few days until you have time to change to a new one.
• People can’t tell that you are wearing mini hairpieces as the pieces blend with your own hair.
• Wind is no longer a concern. 
• They can be washed along with your own hair or on a mannequin head.
• They can be blow dried along with your own hair or on a mannequin head.
• With minimal tugging on the mini pieces, they can be set with your own hair.

Mini Hairpiece Negatives
• I’ve heard they slide off in hot humid weather. This has not happened to me, but I don’t live in a hot, humid climate.
• They may not work if you have extensive hair loss or thinning throughout your remaining hair.
• They should be applied to only scarred skin and never on skin that is inflamed or irritated.
• Some people may be sensitive to the tape. Always do a tape test first to ensure you do not have a skin reaction. 
• There is a bit of a learning curve. I found initially the whole process of cutting a small Mini Hairpiece from the larger piece, and application 

took about a half an hour. Now it takes about 10 minutes.

Mini Hairpiece Application
1. Need

• A swatch of hair that matches your own hair. (You will cut pieces from this). I get mine at www.Hairdirect.com. I use a lace base as it looks 
more like skin, but polyurethane is an option that is more durable. There are also different kinds of hair. So before you order, do research 
and ask lots of questions. 

• Blue roll or strips of double-sided tape (Davlyn lasts the longest; I also get from www.Hairdirect.com). 
2. Prepare the “piece” 

• Cut a piece about 2 inch × ¼ inch from the swatch of hair.
• Cut 2 small square pieces from your tape.
• Cut a small square (¼ × ¼ inch) from your tape and apply one square at each end on the base side of the mini hairpiece. 

continued on page 22
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3. Prepare the skin

• Leave a space from the edge your hairline of approximately ¼-½ inch. (This space may not show, but if it does, a camouflage product such 
as Couvre or Toppik can be used after the piece is in place.)

• Below that space–clean with soap and water.
• Exfoliate
• Wipe with 90% Isopropyl Alcohol

4. Application
• Remove the blue paper backing from tape that has been attached on your 2 inch hairpiece.
• Place the mini hairpiece on the cleaned skin—not too close to the hairline.
• Do not wash hair for 24 hours.

5. Repeat with as many other pieces as needed
6. Removal

• It is best to wait till the Mini Hairpiece is starting to detach. (Removing prior to this time can be more messy and sticky.)
• Using a Q-tip or spray bottle, apply 90% isopropyl alcohol along the edge of the tape that is holding the Mini Hairpiece to your scalp, and 

it should easily release.
• I often reuse the Mini Hairpiece a second time. Removing the tape from the piece can be a little tricky and sticky, but can be done using 

isopropyl alcohol.

Questions? You are welcome to email me at povnancy@gmail.com.

The CARF Board of Directors and Staff wish you and yours 
a very healthy and happy holiday season!
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MEETINGS, ADVOCACY & AWARENESS
Message from the Chairman of the Board

By Rita Wanser

Each time I sit to write my end-of-year thoughts, the first thing that comes to mind is, “WOW, another year is coming to 
a close!” I think this way, not only because of how very fast time seems to move, but because each year as I think of CARF’s 
accomplishments, it is amazing to me that such as small group can accomplish so much. I thank each and every individual and 
team that has worked to enrich CARF and to freely dedicate time and energy to our mission. Particular thanks to our small 
but mighty staff that officially is with us part time, but in actuality, always give FULL-TIME support in everything they do.

I also review how we have progressed against our strategic initiatives. We have made significant accomplishments in the past 
couple of years, with education and awareness being top priorities. There is no doubt that 2016 is the year where these efforts 
are quite visible and palpable:

• Never has there been such high interest from the scientific and dermatological communities in regards to learning 
about and understanding the cicatricial alopecias and patient needs. 

• The working committees have been active towards our mission with examples of increasing digital communications and extending cicatricial 
alopecia awareness to hairdresser professionals. 

• Our board growth has gone from 7 to 11 active members. 
• We had our largest attendance for a Patient-Doctor conference.
• We had an increase in grant submissions.
• There was an increase in requests for patient/doctor brochures.
• The number of patient support groups continued to grow.
• There was strong engagement between CARF and healthcare professionals at key meetings. 
• There was an increase in dedicated cicatricial alopecia presentations at key dermatology and hair research meetings. 

I am honored and blessed to work with such dedicated people that make these things happen for you. I thank those who donate to CARF and, for those 
who do not, I ask that you reconsider, so we can continue on this exciting path. By now, you should have received our annual appeal letter. If you have not 
already done so, I ask that you take a few minutes to send a donation now. It’s easy to do online or simply return your donation in the envelopes provided. 

We cannot achieve the goals without you, as the vast amount of CARF’s funding is from subscribers like yourselves. We know you believe in 
this work and want to see it accomplished so you can be an integral part of helping patients around the world impacted by scarring, inflammatory, 
permanent hair loss. Sending you all warm wishes for the upcoming holiday season and the very best for a Happy and Healthy New Year.

Rita Wanser

Updates from CARF Cosmetology Industry Work Group
“An ounce of prevention is worth a pound of cure.” This old adage is especially true for cicatricial alopecia.  The sooner it can be identified, the more 

likely a patient is to be able to halt its progression. And if it could be prevented, all the better.  
Hair stylists are on the front lines of alopecia identification. They see more of our hair and scalp than we probably ever will. The leadership of CARF 

recognized this untapped resource and assembled the CARF Cosmetology Work Group specifically to reach out to hair stylists and arm them with 
valuable information about signs and symptoms of cicatricial alopecia. The group, headed by Dr. Kimberly Salkey, has made strides toward incorporating 
education about scarring alopecia into cosmetology school curricula across the United States. They are also in the final stages of developing a reference 
card for stylists, to facilitate rapid identification of different forms of scarring alopecia. The action item directed to stylists who may think they detect a 
cicatricial alopecia in their client is to refer them to see a dermatologist as soon as possible and to obtain more information from CARF.  

Other members of the work group are Dr. Amy McMichael, Dr. Valerie Callendar, Dr. Yolanda Lenzy, Dr. Achiamah Osei-Tutu, Christina Arungwa, 
and Melanie Stancampiano (staff ). We are grateful for efforts and energy of this work group.

Updates from CARF Website and Technology Work Group
If you haven’t been to the CARF website lately…check out some of the changes that the CARF Website and Technology Work Group has been 

working on. In addition to providing accurate and up-to-date material on diagnoses, the goal is make the site a dynamic source of ongoing information. 
New features include the addition of a “Question of the Month” posted by Dr. Lynne Goldberg. Soon to come are video highlights from the 2016 
Patient-Doctor Conference as well as video links to three lectures given at the conference and postings from prior CARF Communiqués. If you have any 
suggestions about content you would like to see on the website or if you would like to volunteer to help with technology efforts, please contact Melanie 
Stancampiano (mstancampiano@carfintl.org).

The work group consists of Dr. Paradi Mirmirani (chair), Mike Andre (webmaster), Dr. Lynne Goldberg, Dr. Nisha Desai, Dr. Corey Hartman, Dr. 
Chris Janus, and Melanie Stancampiano (staff ). (http://www.carfintl.org)
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Summary Report of 2016 CICATRICIAL ALOPECIA Research 
Symposium & Roundtable • May 11, 2016, Scottsdale, AZ, USA 

By John P. Sundberg,1,2 Maria Hordinsky,3 and Lloyd E. King, Jr.2 

1The Jackson Laboratory, Bar Harbor, ME; 2Division of Dermatology, Department of Medicine, Vanderbilt University Medical Center, Nashville, TN; 
and 3Department of Dermatology, University of Minnesota, Minneapolis, MN 

Introduction 
CARF is at a crossroads. The Scientific Advisors working with the Board of Directors need to develop 

a working plan to focus research and encourage discoveries for cicatricial alopecias. In a recent paper, one 
of our members of the Board of Directors called scarring alopecias “a trichologic emergency” (Semin Cutan 
Med Surg. 34:76-80, 2015). By this, Dr. Jerry Shapiro meant that if these diseases are not treated and cured, 
they will progress to permanent hair loss. The focus of our recent meeting was not only to educate those 
in attendance as to what cicatricial or scarring alopecias are, but to determine if we could build on the 
successful efforts of the National Alopecia Areata Foundation (NAAF), which led to fundamental discoveries 
and promising effective treatments for alopecia areata (AA). 

NAAF had its first open scientific meeting in 1990 at a point in time when scientists and physicians 
could not agree as to whether AA was an infectious disease, autoimmune disease, or fundamentally what 
causes it. There was a rat alopecia areata disease model available at that time that implied AA was a genetic-
based autoimmune disease. Soon after that meeting, a mouse model of AA was discovered that, combined 
with human patient studies, proved that AA was an autoimmune disease with a very complicated genetic 
basis. The establishment of the National Alopecia Areata Registry provided the patients and DNA samples 
to do genetic studies in humans. This resource opened the field to discoveries that are now being translated 
into successful clinical treatments. 

Can we do the same for the cicatricial alopecias? To develop a working plan as well as to educate and hopefully involve other scientists, CARF invited 
prominent clinicians/dermatologists and basic scientists to a satellite symposium just prior to the 2016 Annual Meeting of the Society for Investigative 
Dermatology, the premier dermatology research meeting. A brief summary of the presentations are given below to identify resources or technologies 
we can potentially access. 

Presentation Summaries & Key Points 
(listed in presentation order) 

Wilma Bergfeld, CARF Board of Directors and a well-known 
dermatopathologist, gave an overview of the various forms of 
cicatricial alopecia clinically and microscopically. A critical point is 
that unlike AA, cicatricial alopecias are a group of diverse diseases 
that have a common end point, a follicular scar. Drs. Bergfeld 
and Elise Olsen, in collaboration with other investigators across 
the United States, are currently enrolling patients into the first 
multicenter collaborative program on frontal fibrosing alopecia 
(FFA). To enter this study, patients have to have a confirmed 
histologic biopsy, see a study physician, and be carefully evaluated 
to provide epidemiology data, but DNA or skin lipids are not collected and stored so detailed genetic studies cannot be pursued on these samples. 

Yolanda M. Lenzy (CARF grant recipient, and more recently, CARF Board of Directors). Dr. Lenzy discussed the prevalence of centrifugal 
cicatricial alopecia (CCCA) in a cohort of African American women. To date, she has collected surveys completed by 5,594 women participating in 
the Black Women’s Health Study (1995 to date). This study provides a great deal of epidemiological and prevalence data from a large population of 
black women, many of whom have CCCA. The CARF grant funding will be used for clinical examinations and biopsies to be performed on 50 of the 
women (in MA, VA, and IL) to confirm the diagnosis and provide tissue samples for future molecular studies. 

Amy McMichael, CARF Scientific Advisor, is a well-established dermatologist who is studying CCCA severity and treatment response. She is 
studying small groups of patients that are well characterized but for which no tissues are collected for molecular studies. Drs. McMicheal’s, Bergfeld’s, 
and some of Lenzy’s case studies had biopsies taken. The paraffin blocks and glass microscope slides are archived and, to some degree, these can be used 
for future studies. Dr. McMichael has been funded by the Skin of Color Society to design and begin collecting patients for a CCCA database. Plans are 
in the works to include four collection sites for database collection. She is also studying the genetics (RNA and DNA collection) of a small group of 
CCCA patients in conjunction with an investigator in South Africa. Several of these projects are ongoing and can be redesigned to collect samples for 
more detailed and informative molecular studies in the coming years. 

MEETINGS, ADVOCACY & AWARENESS

continued on page 25

Dr. Wilma Bergfeld presenting an overview of the cicatricial alopecias, with moderator Dr. Maria Hordinsky.

Dr. Sundberg, Chair of the Scientific Advisors and 
CARF Research Symposium.



www.CARFIntl.org 25

CARF Communiqué November 2016 • XXI 

MEETINGS, ADVOCACY & AWARENESS
Cicatricial Alopecia Research Symposium continued from page 24

Maria Hordinsky, CARF Board of Directors. Dr. Hordinsky was involved with the original design and establishment 
of the National Alopecia Areata Registry. This was successful and was initially funded with an NIH grant. NAAF 
currently maintains the registry and covers all costs involved. This was highly effective for AA and it enabled a Genome-
Wide Association Study (GWAS) to be done that opened many doors to understanding the fundamental mechanisms 
of AA and to finally being able to come up with some logical pharmaceutical targets. Alopecia areata is a single disease; 
however, cicatricial alopecia is a group of very different diseases with a similar end point. While the registry was a good 
idea at the time, we asked the question: “Is this the best approach today?” Are there other technologies in place to 
enable similar discoveries without setting up an elaborate and expensive registry? Who would run the registry? Should 
it be done by CARF or a commercial company? With all the new regulatory issues in place, the commercial approach is 
more likely the only way to do this. Can the current clinical studies discussed above be integrated into existing studies/
repositories without starting a new one from scratch? How will biological samples be coordinated to collect what is 
needed correctly, samples stored correctly, and ultimately how to deliver them to basic scientists for analysis? 

Angela Christiano is the basic scientist and geneticist who led the research that used the National Alopecia Areata 
Registry to perform a highly successful GWAS analysis. Surprisingly, many of the discoveries confirmed those found 
in early mouse model studies. However, with advances in technology, many new discoveries were made including 
identifying drugable targets. Preliminary drug studies in mice and with limited numbers of human patients indicated 
these will be effective new approaches to treat AA. The question was, can the same approach be used for the cicatricial 
alopecias? Dr. Christiano emphasized that, unlike AA, the cicatricial alopecias are not a single disease but rather a 
diverse group of diseases with a similar final outcome. There is no good evidence in the literature that the cicatricial alopecias have a genetic basis. While 
some members of the audience thought the GWAS approach was the best, Dr. Christiano recommended high dimensional gene expression (RNAseq) 
analysis of large numbers of patients combined with computational analysis to de-convolute immune infiltrate signals. Building on this information 
and using modern software, drug predictions can be made and tested. The new technology available to evaluate the microbiome and its effect on disease 
should also be investigated. 

Tracy McGregor is a Clinical Geneticist not directly involved in treating skin diseases. She works with BioVU, a massive medical record and DNA 
repository at Vanderbilt University Medical Center. BioVU has over 200,000 de-identified patient records with DNA samples available to researchers. 
Technological advances allow large numbers of records to be searched using billing codes, clinical diagnoses, and skin biopsy findings. On initial search, 
she identified about 40 cases of cicatricial alopecia in the repository. Likely more can be found by reviewing all of the skin biopsy reports. Collections 
such as BioVU provide an immediately available repository for researchers with access to patient DNA. Using this resource, it is possible to do a genome-
wide association study (GWAS) but also newer techniques such as phenome-wide association studies (PheWAS). The first approach, GWAS, takes 
all the cicatricial alopecia cases with DNA, runs single nucleotide polymorphism (SNP) chips to essentially screen the entire genome for differences 
from individuals without cicatricial alopecia. Researchers then analyze the data to identify regions of the genome that potentially are involved with the 
disease. Another approach, PheWAS, starts with a genetic variant of interest, and searches the saved genetic information in the repository from patients 
already sequenced or genotyped. The information is then analyzed to determine what other features and diagnoses are associated with the genetic 
variants of interest. BioVU represents a large resource with an evolving computational infrastructure to accomplish these types of studies for a large 
variety of diseases. While BioVU represents an example of this type of repository, President Obama’s Precision Medicine Initiative aims to create a very 
large repository of this type to include over 1 million participants. This benefits researchers of rare diseases because this large number of participants 
will include increasing numbers of patients with the diseases of interest.

Kurt Stenn, emeritus chair of the CARF Scientific Advisors, discussed the discoveries in the mouse asebia model that led to the hypothesis that 
the sebaceous gland was a critical part of cicatricial alopecia. Similar findings in other single gene mutations in mice and spontaneous disease in dogs 
affecting the sebaceous glands led dermatologists to study sebaceous glands in humans with cicatricial alopecia only to find these glands were commonly 
affected. This emphasized the importance of animal models already available for some of these diseases. Most of these mouse models are due to a 
mutation in a single gene, meaning we already have a list of nearly a dozen candidate genes that can be investigated in a PheWAS study. Dr. Stenn ended 
his talk by referring to two recent reports where gene knock-out studies in mice eliminated sebaceous gland secretion but had no effect on hair follicle 
health. These studies question the role of the sebaceous gland in normal hair follicle biology. Does sebaceous gland dysfunction (loss) cause clinical 
cicatricial alopecia or is sebaceous gland dysfunction (loss) a result of the disease process? 

Raja Sivamani (CARF grant recipient) has been carefully obtaining and matching samples from lichen planopilaris patients and controls to perform 
large scale RNAseq transcriptome studies. This type of study needs to be expanded by recruiting other clinicians and investigators to collaborate by 
sharing samples to increase the number of patient samples to better evaluate the underlying pathogenesis of cicatricial alopecias. In addition to his 
RNAseq studies, Dr. Sivamani is utilizing the samples for targeted lipidomics studies on cicatricial alopecias. Combining the data from these two studies 
provides a more comprehensive data set and provides preliminary data and methodologies to begin more in depth studies on larger groups. 

C. Herbert Pratt (CARF grant recipient) described the mouse hair patches mutation (Hpt), a new model for cicatricial alopecia for which the 
gene responsible was identified. The follicular scars in this single gene mutation mouse model are due to abnormal development of the hair follicle. 
While many of the other mouse models of scarring alopecia are due to abnormalities in the sebaceous gland, this model confirms that sebaceous gland 
abnormalities are not the only mechanism that induces follicular scars. Because there are a series of mouse models with scarring in mice with a single 

continued on page 26

Dr. Amy McMichael presenting on 
CCCA.
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gene mutation, findings cicatrical alopecias not due to sebaceous gland abnormalities provide different insights 
into developing new approaches to studying the pathogenesis of human cicatrical alopecias. To do these studies, 
the abnormal genes need to be identified, as they are with many of the mouse models. We can now utilize 
the list of mouse genes associated with cicatricial alopecias to initiate a PheWAS approach in the large human 
repositories, such as BioVU. Like Dr. Sivamani, Dr. Pratt is also conducting large-scale shotgun lipidomics 
analysis to identify the best fit between specific mouse models and specific human cicatricial alopecias. 

Goals for the Future 
An open discussion was held at the end of the workshop to discuss the presentations and to formulate a 

feasible and financially viable approach to significant advances in diagnosing and treating human cicatricial 
alopecias. This discussion continued into the evening amongst the members present of the CARF Scientific 
Advisors and Board of Directors. 

Registry Formation 
Should CARF support the development of the successful AA-type Registry? Although this has been a long-

standing goal of many board members, even those who were involved in the successful AA Registry expressed many concerns about this approach. 
Already there are patient cohorts under investigation using medical records and samples for lichen planopilaris, frontal fibrosing alopecia, and central 
centrifugal cicatricial alopecia. How can these data be integrated and shared and tissue collection expanded to include DNA, lipids, and proteins? 
Who and where should serve as the repository holder of these materials, and how will this repository be funded? Should we investigate if it would it 
be advantageous to investigate if the small CARF-related studies could interact with an already existing large-scale repository? The Vanderbilt BioVU 
already has an existing infrastructure for DNA processing and storage and, more importantly, for large-scale computational analysis of that data. 
However, BioVU is one of many such repositories in the United States and many universities are starting similar programs that may have different or 
unique data and sample processing capabilities. 

Research Goals 
While there are many types of cicatricial alopecias, only three types, lichen planopilaris, frontal fibrosing alopecia, and central centrifugal cicatricial 

alopecia, were consistently discussed and all of which appear to have adequate numbers of patients and biological samples relatively easy to obtain. 
There was no clear consensus as to which of these three types should have priority. An integrative approach would be to collaborate by creating an 
approach that can be applied initially to these three types and extend to all primary cicatricial alopecias. Standardizing sample collection methods and 
specific details in medical records should generate consistent collection of data and biological materials. The goal is to obtain adequate numbers of 
good quality samples for high dimensional gene expression (RNAseq, transcriptomics), lipid expression (shotgun lipidomics), and protein expression 
(shotgun proteomics). Access to high-end computational analysis (software and the expert biologists who can use it) are needed to de-convolute the 
immune infiltrate signals and to predict “drugable” candidates for the various types of cicatricial alopecia. Lastly, the bacteria, viruses, and fungi that 
inhabit the skin and gut can have profound effects on the development and progression of many different skin diseases. Therefore, microbiome studies 
need to be included in these cicatricial alopecia investigations. 

Funding the Research 
CARF is a small organization that, at best, can provide no more than $10,000 per year for pilot-type research projects. These funds give CARF 

exposure in the research community and attract investigators who might otherwise not be doing research in this area. However, the large-scale registry, 
biologic, immunological, and microbiome studies are incredibly expensive. These studies need to be focused and hypothesis-driven to attract NIH 
and other funding sources. This approach appears most likely to be started as a consortium focusing initially on one of the three prioritized forms of 
cicatricial alopecia. If successful, it would serve as a model for each of the cicatrial alopecia types. 

Future CARF Sponsored Scientific Meetings 
The Board of Directors and Scientific Advisors are discussing whether or not to host another, shorter, basic science meeting next April at the Society 

for Investigative Dermatology meeting that will be held in Portland, Oregon, or to wait and host a major session within a larger Hair Research Meeting 
hosted by the North American Hair Research Society, which will be held immediately before the SID meeting in Orlando, Florida, in May 2018. Our 
recent meeting was well attended and provided good exposure for CARF to basic researchers and clinicians.

Cicatricial Alopecia Research Symposium continued from page 25
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CARF Participates in NYSKIN Event with Coalition of Skin Diseases

By Melanie Stancampiano

As a member of the Coalition of Skin Diseases, a patient advocacy group affiliated with the American Academy of Dermatology, CARF was invited 
to join NYSKIN, which took place October 28–November 10 in New York, NY. The event was hosted by LEO Pharma and the goal of the event was 
to raise awareness of the prevalence of skin and dermatologic conditions, while capturing a photographic record of the skin of those living in, working 
in, and visiting New York. 

CARF Board of Directors member Christine Janus and Associate Executive Director Melanie Stancampiano attended a reception hosted by LEO 
Pharma at the Consulate General of Denmark to benefit the Coalition of Skin Diseases. Funds raised during the reception will benefit a number of 
the activities sponsored by the coalition, including lobbying members of Congress on issues related to health care. Ms. Janus spoke to the audience of 
physicians, patients, and corporate staff about what it is like to be a patient with a rare skin related condition. 

On Friday, November 4, CARF hosted an educational program and along with Dr. Dina Strachan, spoke to those who visited the NYSKIN pop-up 
shop about cicatricial alopecia. Dr. Strachan was available to discuss hair loss and do quick hair loss checks on those who had questions. Several New 
York City–area CARF subscribers stopped in to network with each other and speak about their condition. Some of these patients participated in the 
NYSKIN Census done by world-famous photographer Rankin. Their photos may be seen on the NYSKIN website (http://www.leo-skin.com/ny).

Melanie Stancampiano spreads the word about CARF at 
the NYSKIN pop-up shop.

The NYSKIN Visual Census Gallery

Celebrate Rare Disease Day on February 28, 2017
The Cicatricial Alopecia Research Foundation will again be joining the National Organization for Rare Disorders 

(NORD) and others around the world in observing World Rare Disease Day on February 28, 2017. On this day, 
millions of patients and their families will share their stories to focus a spotlight on rare diseases as an important 
global public health concern. 

No matter where you are, you can participate virtually in the Handprints Across America project. It’s easy! 
•  Print a flyer of the overlaying hands. 
•  Take a photo of yourself with the flyer. 
•  Submit it with your personal story about cicatricial alopecia at http://rarediseaseday.us/get-involved/

handprints-across-america/. 
• New this year: Add a “Twibbon” to your Facebook or Twitter profile photo in honor of Rare Disease Day!

Proclamations Project 
http://rarediseaseday.us/get-involved/proclamations-project/ 

States across the U.S. are issuing proclamations to mark an official state-wide observance of Rare Disease Day 2017. If you see that one state 
does not have a Governors proclamation pending, or you’d like more information on obtaining a proclamation from your local municipality 
(Mayor/First Selectman’s office), please contact Kristen Angell (kangell@rarediseases.org) to learn how you can get a proclamation issued by your 
state governor. 

Please also consider contacting your local newspaper or television station to raise awareness. We have a press release and sample letter to the 
editor that we are happy to provide you. If you are interested, please contact Melanie at mstancampiano@carfintl.org. 

For those who live outside of the United States, please visit http://www.rarediseaseday.org/ to find local events in your area. 
This is a wonderful opportunity for people with rare diseases around the world to promote awareness of the challenges of living with a rare 

disease. We hope you will join us in this awareness campaign!

Members of the CSD meet with leaders from LEO Pharma and the 
Danish Consulate in New York.
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CLINICAL TRIALS & RESEARCH STUDIES—
RECRUITING PATIENTS

Recruiting Patients for U.S. Frontal Fibrosing Alopecia Study 
Frontal Fibrosing Alopecia (FFA) is a type of scarring or permanent hair loss that was first described in 1994. It typically occurs in post-menopausal 

women of European descent but has been reported in men, premenopausal women, and other races and ethnicities. It typically involves recession of the 
frontal hairline, redness of the involved scalp, and eyebrow loss. There is no known cause and no established treatment.

A multicenter, data collection research study is now going on at 9 different sites across the United States. If you or your dermatologist feels that you 
may have this condition, please either contact one of the sites directly or ask your dermatologist to contact the site on your behalf. The study doctors 
first request that you be seen in their clinics for a routine visit for hair loss, and then if your diagnosis is confirmed to be FFA, you would be consented to 
participate in the study. The study would allow the study doctors to collect further information on your hair loss condition and for you to fill out an on-
line questionnaire that may help to lead to information about what is causing this disorder. There is no treatment or compensation related to the study.

If you are interested in participating in this study, please contact or have your dermatologist contact one of the following sites closest to your home. 
The sites will set up an appointment for you to see the study doctor.

Callender Center for Clinical Research
Glenn Dale, Maryland
Investigator: Valerie Callender, MD
Contact: FTitanwa@CallenderSkin.com or 301-352-1520

Cleveland Clinic
Cleveland, Ohio
Investigator: Wilma Bergfeld, MD
Contact: 216-444-5722 or 216-445-9110

The (Kaiser) Permanente Group
Vallejo, California
Investigator: Paradi Mirmirani, MD
Contact: 707-651-2552

Northwest Dermatology and Research Center
Portland, Oregon
Investigator: Janet Roberts, MD
Contact: 503-223-1933

University of Miami
Miami, Florida
Investigator: Antonella Tosti, MD
Contact: CKittles@med.miami.edu

University of Minnesota
Minneapolis, Minnesota
Investigator: Maria Hordinsky, MD
Contact: 612-624-5721

University of Pennsylvania
Philadelphia, Pennsylvania
Investigator: George Cotsarelis, MD
Contact: 215-662-2737

Wake Forest University
Winston-Salem, North Carolina
Investigator: Amy McMichael, MD
Contact: amcmicha@wake.health.edu

Frontal Fibrosing Alopecia Study – UK Participants
Dr. Christos Tziotzios, an academic specialist registrar in Dermatology, is working with John McGrath, Professor of Molecular Dermatology, Mi-

chael Simpson, Professor of Genomic Medicine, and Dr. David Fenton, Consultant Dermatologist and Expert in Hair Disorders, at St. John's Institute 
of Dermatology in London on genetic aspects of frontal fibrosing alopecia (FFA).

The team of researchers are collecting DNA samples from individuals affected by FFA and would be delighted to see you in their Research Clinic, 
which takes place at Guy’s Hospital in London. A number of clinicians in other UK cities and towns are registered collaborators and it may be possible 
for you to be seen locally. The research appointment involves taking a blood sample for extracting your genetic material (DNA) and a focused clinical 
history, and it lasts 20-30 minutes on average. The research study is supported by a Fellowship award to Dr. Tziotzios by the National Institute for 
Health Research (NIHR), has been ethically approved, and adheres to Good Clinical Practice guidelines. The aim is to understand the genetic basis 
of this distressing condition with the hope to better direct future treatments. To participate in the research or for any questions or clarification, please 
email christos.tziotzios@kcl.ac.uk.

Topical Gabapentin Study
Do you have pain, burning, or itching associated with scarring alopecia?
The Department of Dermatology at the University of Minnesota, Twin Cities, is currently recruiting participants for a clinical trial to assess the 

efficacy of a topical Gabapentin 6% solution at treating the discomfort associated with scarring alopecia. Study entails applying a topical solution to 
the affected scalp twice daily over the course of 12 weeks. Biopsies and blood work will be used to assess effectiveness along with questionnaires and 
photographs. You will be compensated $25 for each skin biopsy that is taken, and the study drug will be provided to you free of charge.

If you are over the age of 18 and interested in participating, please contact the Dermatology Department at derm@umn.edu or 1-612-624-5721 
for further information.
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CARF BENEFACTORS
Thank you to our 2015 donors!

CARF would like to give a heartfelt THANK YOU to each of the individuals and corporations below who have supported the mission of CARF 
through their generous financial support. This list is being reprinted to include names that were erroneously omitted in a previous publication. All 2016 
donors will be acknowledged in a future edition of the CARF Communiqué.

DIAMOND BENEFACTORS $10,000+

International Society of Hair Restoration Surgery
Eleanor Harrison Smith and Donald Ralph Smith 
  Charitable Fund

SILVER BENEFACTORS $2,500 to $4,999

Johnson & Johnson Family of Consumer Companies 
  Contributions Fund of the Community Foundation

BENEFACTOR $1,000 TO $2,499

Andrew Alexis, MD
Anonymous
Mary Clay
Stephanie Johnson
Carl Martin
Sharon S. Potter 

SPONSORS $500 to $999

Anonymous
Canfield Scientific, Inc.
Marilyn Ey
Alice Gianni Charitable Fund
Joseph Greco
Joseph Hahner
Maria K. Hordinsky, MD
Diane Moe
Sherry Trade
Shubha Tuljapurkar
Suzanne Vasgerdsian
Rita Wanser
Pamela Zupo

GRAND PATRONS $101 to $499

Anonymous
Diane Butler 
Lenune Chrispin
Jospehine & Paul Currie
Ashley Curtis, Dermatology Associates of Atlanta, P.C.
Iris Ellis
Turquoise Haskin
Diane Johnson 
Melody Kriteman
Cynthia Mackenzie
George Mantikas
Dennis Morgan 
Jim O’Connell
Soroptimist International of Chico
Linda Turner
Mary Wilson

PATRONS up to $100

Beatrice Abrams
Edward Aguilar
Kenneth Alpern
Emily Altman
Anonymous
Patricia Baldwin
Karen Bentall
Wilma F. Bergfeld, MD
David Birkes
Olivia Carrescia
Kay Chapman
Joan Chasen
Lois Clift-O'Grady
Brandy Collins
Diane Colyer
Leah Corbin
Christine Costley
Donna Coulson
Jackie & Ronald Davies
Christine Deeley-Wood
Nisha Desai MD
Debra Deserrano
Shirley Dresch
Mary Duran
Laurie Ellison
Sandra Enders
Carmel Engel
Debbie Falcione
William Fleharty
Mary Flodine
Karla Gadecki
Rozan Gautier
Linda Globerman MD
Quenista Glover
Ellen Gross
Mary Halitzer

Peggy Harris
LaVonne Hendricks
Justin Hueston, MD
Janet Ibbotson
Doreen Karoll
Jo Kimbrough
Elayne Kuehler
Janice LeCour
Charlene Liddle
Carl Lovio
Mary Merz
Claudette Motuzas
Jill Mundy
National Alopecia Areata Foundation
Rodrigo Pirmez, MD
Andrea Poret
Patricia Rheaume
Tamra Roloff
Sharay Santora
Maryanne Senna, MD
Kathy Shearer
Carol M. Smith
Sharon Stein
Kurt Stenn, MD
Bonnie Stoker
Dina Strachan
John Sundberg, PhD
Eric Sweeney
Michele Theroux
Susan Travis
Ellen Vandenburg
Jaslynn Vesuvio
Helle Voldbaek
Joan Voyles
Judith Walsh
Nancy White
Jody Zolli
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CARF Support Groups
See www.carfintl.org for meeting dates in your area. Note: In some locations, we are looking for patient co-leaders and physician advisors. 

USA Support Groups
CALIFORNIA
Los Angeles: For more information, contact Susan at
losangelessupportgroup@carfintl.org

San Francisco: For more information, contact Marilyn at 
sanfranciscosupportgroup@carfintl.org

ILLINOIS
Chicago: For more information, contact Joe and Bev at 
chicagosupportgroup@carfintl.org

LOUISIANA
New Orleans/Baton Rouge: For more information, contact Debbie and 
Elayne at neworleanssupportgroup@carfintl.org

MARYLAND, WASHINGTON DC, VIRGINIA
For more information, contact Beth at 
md-dc-va-supportgroup@carfintl.org 

MASSACHUSETTS
Boston: For more information, contact Melody, Doreen, and Joyce at 
bostonsupportgroup@carfintl.org

MICHIGAN
Detroit: Contact Virdell at detroitsupportgroup@carfintl.org

MINNESOTA 
Minneapolis/St. Paul, for more information contact Corinna at 
minneapolissuportgroup@carfintlorg 

NEW YORK
New York City Area: For more information, contact 
newyorksupportgroup@carfintl.org

NORTH CAROLINA
Winton/Salem: For more information, contact Travis at 
winston-salem-sg@carfinintl.org 

PENNSYLVANIA
Pittsburgh: For more information, contact Lori at 
Pittsburghsupportgroup@carfintl.org

VIRGINIA
Hampton Roads Area: for more information contact Lucretia at 
HamptonRoadsSupportGroup@carfintl.org

International Support Groups
CANADA
Toronto, Ontario: For more information, contact Shirley at
torontosupportgroup@carfintl.org

UK
London: For more information, contact Marva at
londonsupportgroup@carfintl.org

Member of Coalition of Skin Disorders 
(http://www.coalitionofskindiseases.org/)

Member of National Organization of Rare Diseases 
(http://www.rarediseases.org/)

Fund CARF while Shopping on Amazon 
Amazon will donate 0.5% of the price of your eligible AmazonSmile purchases to CARF when you shop using 

the following link: http://smile.amazon.com/ch/20-2049037 
Thank you to those who are already participating in this program. Please remember to always visit the 

AmazonSmile link when shopping, especially during this busy holiday season. CARF does receive regular donations 
through this program thanks to your generosity!

Check online for up-to-date schedule of Support Group meeting 
dates and locations!

http://www.carfintl.org/support-groups.php


